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HEARING ON REAUTHORIZATION OF THE 
EARLY INTERVENTION AND PRESCHOOL PRO- 
GRAMS UNDER THE INDIVIDUALS WITH DIS- 
ABILITIES EDUCATION ACT 



THURSDAY, APRIL 11, 1991 

House of Representatives, 
Subcommittee on Select Education, 
Committee on Education and Labor, 

Washington, DC. 

The subcommittee met, pursuant to notice, at 11 a.m., Room 
2257, Rayburn House Office Building, Hon. Major R. Owens, 
[Chairman] presiding. 

Members present: Representatives Owens, Payne, Serrano, Jef- 
ferson, Ballenger, and Klug. 

Staff present: Wanser Green, Pat Laird, Laurence Peters, Maur- 
een Crawford, and Sally Lovejoy. 

Chairman Owens. Would everybody please take a seat. 

The Subcommittee on Select Education is now in session Before 
we hear from our first distinguished witnesses I would like to read 
an opening statement. 

There is a war raging for world economic dominance, and the 
key weapon is the human component. Education is the tool and the 
process we must use to upgrade this invaluable human factor. An 
under-educated populace has far-reaching, adverse implications for 
our Nation's effectiveness in the global economic competition. The 
education of children with disabilities must not be left out of this 
equation. 

School readiness, high school graduation, and student competen- 
cy are the first three national education goals set forth by the 
President and the governors two years ago. The first of these is the 
most critical. I f our children are not ready to learn, the other goals 
are meaningless. For children with disabilities, the provision of 
early intervention services and preschool programs is the first step 
toward readiness. 

It is clear that an investment in early childhood education is crit- 
ical to the prevention of later educational failure. According to the 
12th Annual Report of the Office of Special Education Programs, of 
the total number of students with disabilities, about 65,395 or 27 
percent, ages 14 and older, dropped out of high school. As a result, 
unemployment has reached a high of 70 percent, while underem- 
ployment has been charted at 20 percent for this particular popula- 
tion. 
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Given these circumstances, it is incomprehensible that a majori- 
ty of States are not making adequate and appropriate early inter- 
vention services for low-income and minority families a priority. 
This is particularly troublesome given the increasing cultural di- 
versity of our population. 

By the year 2010, it is projected that nearly one quarter of all 
children in the U.S. will be children of color. While poverty is on 
the rise among all children, minority children are more likely to 
live in poverty. 

Additionally, we will have to provide services for the escalating 
number of children born to crack- or other drug-addicted women 
and to the 1 in 5 children who have a developmental or behavioral 
disorder, We must ensure that our commitment to early interven- 
tion is inclusive. We can no longer accept the fact that among chil- 
dren with special needs, only 29 percent are diagnosed before age 5. 

The Education of the Handicapped Act, which has now been re- 
named the Individuals with Disabilities Education Act, was herald- 
ed as the cornerstone of Federal policy for special education and 
related services to provide equal education opportunities for chil- 
dren with disabilities. In 1986, Congress committed itself to making 
this population ready for school by authorizing the preschool and 
early intervention programs. We now have the opportunity to rein- 
force that commitment. The hearings over the next two days will 
assist us in making decisions which will strengthen this much 
needed legislation. 

[The prepared statement of Hon. Major R. Owens follows:] 

Statement of Hon. Major R, Owf.ns, a Rkfreskntative in Congress from thk 

State of New York 

There is a war raging for world economic dominance, and the key weapon i,s the 
human component. Education is the tool and the process we must use to upgrade 
this invaluable human factor. An under-educated populace has far-reaching, adverse 
implications for our Nation's effectiveness in the global economic competition. The 
education of children with disabilities must not be left out of this equation. 

School readiness, high school graduation, and student competency are the first 
three national education goals set forth by the President and the governors two 
years ago. The first of these is the most critical. If our children are not ready to 
learn, the other goals are meaningless. For children with disabilities, the provision 
of early intervention services and preschool programs is the first step toward readi- 
ness. 

It is clear that an investment in early childhood education is critical to the pre- 
vention of later educational failure. According to the 12th Annual Report of the 
Office of Special Education Programs, of the total number of students with disabil- 
ities, about 65,39!) (or 217c) ages 14 and older dropped ou* of high school. As a result, 
unemployment has reached a high of 70%, while underemployment has been 
charted at 20 percent for this population. 

Given these circumstances, it is incomprehensible that a majority of States are 
not making adequate and appropriate early intervene jn services for low-income 
and minority families a priority. This is particularly troublesome given the increas- 
ing cultural diversity of our population. By the year 2010, it is projected that nearly 
one quarter of all children in the U.S. will be children of color. While poverty is on 
the rise among all children, minority children are more likely to live in poverty. 
Additionally, we will have to provide services for the escalating number of children 
born to crack- or other drug-addicted women and to the 1 in T> children who have a 
developmental or behavioral disorder. We must ensure that our commitment to 
early intervention is inclusive. We can no longer accept the fact that among chil- 
dren with special needs, only 2\) c / ( are diagnosed before age 5. 

The Education of the Handicapped Act (now the Individuals with Disabilities Edu- 
cation Act) was heralded as the cornerstone of Federal policy for special education 
and related services to provide equal educational opportunities for children with dis- 
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abilities. In 1986, Congress committed itself to making this population ready for 
school by authorizing the preschool and early intervention programs. We now have 
the opportunity to reinforce that commitment. The hearings over the next two days 
will assist us in making decisions which will strengthen this much needed legisla- 
tion. 

Chairman Owens. I yield to the ranking member, Mr. Ballenger, 
for an opening statement. 

Mr. Ballenger. Thank you, Mr. Chairman. 

I am proud to say that North Carolina is one of those States that 
has made the commitment and is willing to work with you in any 
way we can. 

I am happy to welcome Congressman Mike Espy. He and I came 
in together in the 100th Congress, I am glad to see you are here, 
Mike. 

I would also like to recognize the folks out in the audience that 
will be on a later panel, the Underdown family, from Hickory, 
North Carolina, my hometown. Both Steve and Gayle are here and 
their son, Matthew, who is four years old and a Down Syndrome 
child. 

Also, I would like to recognize from North Carolina, Robin 
McWilliam, a research associate from the Frank Porter Graham 
Child Development Center at the University of North Carolina in 
Chapel Hill, NC. He has worked with my wife who is on the State 
Day Care Commission. We have been involved with children there 
for quite some long time. 

Also James Gallagher, a research associate at .the Carolina 
Policy Study Program at Chapel Hill. The Carolina Policy Study 
Program has a grant from the Department of Education to study 
the implementation of Part H which is the early intervention pro- 
gram. 

Later, we'll welcome Dr. Davila who is the Assistant Secretary 
on Special Education and Rehabilitation Services representing the 
Administration. 

This is the first hearing of the 102nd Congress by the subcommit- 
tee focusing on disability issues. I would like to say, just as an indi- 
vidual, that during my 12 years in the State Legislature in North 
Carolina I worked on the Human Resources Budget Committee 
which gave me a great deal of knowledge as far as this program is 
concerned at the State level. Also, the Western Division of the 
North Carolina School for the Deaf is in Morganton, North Caroli- 
na, which is right next to my hometown, 

I also have a nephew who presently lives in a group home in Al- 
exander County, which is right next to the city of Hickory, who has 
Down Syndrome and is very happy and successful in his life in this 
group home. 

I commend you, Mr. Chairman, for calling this hearing. I person- 
ally, as you might gather, have an interest in it and I think that 
we can look forward to a very educational hearing. 

Chairman Owens. Thank you, Mr. Ballenger. Mr. Klug. 

Mr. Klug. Sir, I want to commend you, if I can, for having this 
series of hearings. 

As a father of two boys, one who is 2 and one who is (i, it is clear 
to me that if you're not involved with your children's education 
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early on, in many cases it is too late to get them fully plugged into 
the system later. 

My six-year-old, who just started kindergarten, fortunately has 
parents who've spent time with him on a nightly basis learning to 
read and learning to study. Unfortunately, many other kids with 
whom he is in kindergarten in Madison, Wisconsin do not even 
know their alphabet at this point. 

If you look at the broad spectrum of children who enter the 
world of disabilities, it is an even tougher road. I think we need to 
figure out a way to get services to those kids. Unfortunately, this 
legislation comes at a time, and this will be an issue to talk about 
later on, when many States in this country are having major fights 
on budget problems at the State front. How can we combine the 
interest of helping children at a time when we've got fewer dollars 
; s a task that is going to consume a great deal of our time. Frankly, 
i know it is a time consuming process in my State capitol of Madi- 
son. 

The State of Wisconsin has had a long history of doing fairly pro- 
gressive legislation in these matters, but right now my State, 
unlike North Carolina and like some other States, is having a hard 
time coming up with the money. I can tell you personally that I am 
committed to the idea. But at the same time I think we have to 
realize that finding the dollars for these kids will not be easy. 
That's the dilema we face in the next two days of hearings. 

Chairman Owens. Thank you. We are honored and pleased to 
welcome our distinguished colleague from the State of Mississippi, 
the Honorable Mike Espy. 

Congressman Espy. 

STATEMENT OF HONORABLE MIKE ESPY, A REPRESENTATIVE IN 
CONGRESS FROM THE STATE OF MISSISSIPPI 

Mr. Espy. Mr. Chairman, my thanks to you, my good friend, Cass 
Ballenger, and to other members of this subcommittee, for allowing 
me the opportunity to appear before you this morning to. 

Mr. Chairman, I have a written statement; it is very brief. Also, 
if you would allow me to include the statement in its entirety along 
with certain extraneous materials I have, if I could have your per- 
mission to have that included as part of the record, I would appre- 
ciate it. 

Chairman Owens. Without objection, your entire statement will 
be included in the record. 
Mr. Espy. Thank you, Mr. Chairman. 

Also, I have with me a young woman named Katherine Nodel 
who is on loan for a year to my office from the American Psycho- 
logical Association. She is very familiar with this program and how 
it operates in Mississippi. I have her with me, so she can answer 
any questions should you have any at the conclusion of my opening 
statement. 

Mr. Chairman and members of the subcommittee, I have several 
areas of concern about Part H of the Individuals with Disabilities 
Education Act. They include: (1) the concept of differential funding, 
(2) the Interagency Coordinating Council, (8) entitlement to serv- 
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ices, (4) lead agency authority, (5) long-term funding and program 
cost, and (6) parental consent for services. 

As you know Mr. Chairman, we in Mississippi have tremendous 
problems associated with our high rate of poverty. Our rates of low 
birth weight babies and infant mortality rival the rates of Third 
World countries. 

In Humphries County in the Delta, in my District for example, 
30 out of every 1,000 babies born will never live to blow out the 
candle of their first birthday cake. Humphries County in Mississip- 
pi socially and economically is listed, unfortunately, as the second 
poorest county in the United States. The first poorest county is a 
county called Tunica, also within my congressional District. 

In Humphries County again, Mr. Chairman, I say to you and this 
committee, that out of every 1000 babies born, 30 of them won't 
live beyond their first year of life in America in 1991, which cer- 
tainly associates with the statement you made at the opening of 
this hearing. 

For many of those babies that do survive, there are risks of mal- 
nutrition, developmental disabilities, physical handicaps and learn- 
ing problems. 

Part H of Public Law 99-457 offers Mississippi the opportunity to 
address some of these problems in a systematic and coordinated 
interagency effort by providing funding for early intervention serv- 
ices. The Mississippi State Department of Health is the lead agency 
for the Part H effort in our State. While planning for statewide im- 
plementation, we have operated two pilot programs, one of which is 
in my Congressional district. 

Mr. Chairman, we have served 457 children and their families 
since the pilots began about two years ago. But we have now ap- 
proximately (5400 children, or 5 percent of our youngsters in the 
birth to 36 months age range that are still in need of such services. 
We know that early intervention services are critical if the devas- 
tating effects of physical, mental, and medical problems are to be 
prevented or lessened. And we know that the crippling effects of 
poverty are the most evident in the youngest and most helpless of 
our children. These children and their fanvlies need basic support 
and coordination of services if they are to have any hope of reach- 
ing their true potential. 

Mississippi desperately needs a coordinated early intervention 
system if the effects of poverty and disability are to be really miti- 
gated. For us to put in place an effective system, we need to contin- 
ue the planning efforts under Public Law 99-457. More specifically, 
Mississippi needs two more planning years. And those planning 
years, fiscal year 1992 and 1993, need to be federally funded at an 
allocation of not less than the current annual planning funding 
level. 

Funding barriers and an acute shortage of personnel trained to 
provide early intervention services stand i l the way of full imple- 
mentation by October 1, 1991. If Mississippi, like some other States, 
already had a statewide early intervention program in place prior 
to the enactment Public Law 99-457, we probably would have been 
able to comply with the implementation and funding guidelines in 
this program. But, however, we were not one of those States. 
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So this morning, I am proposing that Public Law 99-457 be 
amended. States, such as Mississippi, that are making a good faith 
effort to comply should continue to receive the Federal funding as 
they move forward toward true statewide implementation. 

As it now stands, Mississippi must be able to assure the Federal 
Office of Special Education Programs that we will provide state- 
wide case management and evaluation services to all eligible chil- 
dren no later than October 1, 1991. As it stands now, u we are not 
able to meet that deadline, we will lose our Federal funds and 
without those funds we simply cannot supply and support this vital 
program. 

As we all know, that deadline is only six months away and we 
have only two pilot programs in place funded entirely through Part 
H monies. Furthermore, meeting this deadline would require ex- 
pansion of State funding by at least $1.7 million at a time when 
fiscal restraints are calling for agency cutbacks. In fact, Mr. Chair- 
man, our State Department of Health may have its Fiscal Year 
1992 budget for existing services cut by $7 million. In fact, that is 
true. Our legislation has already adjourned and this, in fact, is the 
case. 

So if a "differential funding" provision were placed in the legisla- 
tion, then States such as Mississippi could continue to strengthen 
and coordinate interagency efforts while working to obtain the 
needed State funding for full implementation. 

This program provides a much needed service in Mississippi. For 
a State where the needs are so great, Federal initiatives must be 
flexible enough to reward effort and progress toward a goal when 
immediate full implementation is precluded by the lack of ade- 
quate resources. We are making every effort to solve all these prob- 
lems. We are making progress. We must be allowed the chance to 
go forward; not be "flunked out" due to fiscal issues beyond our 
control, 

Mr. Chairman, our children did not create our budget problems. 
They should not be the ones to pay for them. This program was au- 
thorized and reauthorized by State legislation but ironically, they 
included zero funding for ^ his very needed program in Mississippi. 
So Mr. Chairman, we arc asking that of this subcommittee this 
morning. We appreciate the opportunity to appear before you and 
would ask for any questions at this time should you have any. 

[The prepared statement of Hon. Mike Espy follows:] 

Statement of Hon. Mike Espy, a Repkksentative in Conokess fkom the State of 

Mississippi 

Mr. Chairman and members of the subcommittee, I appreciate the opportunity to 
speak before you this morning on behalf of infants and toddlers with developmental 
disabilities and their family members in Mississippi and in support of the reauthor- 
ization of Part II of the Individuals with Disabilities Education Act. 

I have several areas of concern however about the implementation of this pro* 
gram at the State level. They include: <1) the concept of differential funding, (2\ the 
Interagency Coordinating Council, (M) entitlement to services, (4) lead agency author- 
ity. <o) long-term funding and program cost, and <(>) parental consent for services. 

However, in my oral testimony this morning I will address only issues related to 
Start-up funding for this program. My recommendations regarding the aforemen- 
tioned areas are attached and I would request that they be inserted into the record. 

As you know, we in Mississippi have tremendous problems associated with our 
high rate of poverty. Our rates of low birth weight babies and infant mortality rival 
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the rates in Third World countries. In Humphries County in the Delta, for example, 
30 of every 1,000 children born never live to blow out the candle on their first birth- 
day cake. For many of those babies who do survive, there are risks of malnutrition, 
developmental disabilities, physical handicaps and learning problems. 

Part H of Public Law 99-457 offers Mississippi the opportunity to address some of 
these problems in a systematic and coordinated interagency effort by providing 
funding for early intervention services. The Mississippi State Department of Health 
is the lead agency for the Part H effort in our State. While planning for statewide 
implementation, we have operated two pilot programs, one of which is in my Con- 
gressional district. 

We have served 457 children and their families since the pilots began about two 
years ago. But we have approximately 6400 children, or 5 percent of our youngsters 
in the birth to months age range that are in need of such services. We know that 
early intervention services are critical if the devastating effects of physical, mental, 
and medical problems are to be prevented or lessened. And, we know that the crip- 
pling effects of poverty are the most evident in the youngest and most helpless of 
our children. These children and their families need basic support and coordination 
of services if they are to have any hope of reaching their potential. 

Mississippi desperately needs a coordinated early intervention system if the ef- 
fects of poverty and disability are to be mitigated. For us to put in place an effective 
system, we need to continue the planning efforts under Public Law 1)9-4.77. More 
specifically, Mississippi needs two more planning years. And those planning years, 
fiscal year 1992 and 1993, need to be federally funded at an allocation not less than 
the current annual planning funding level. Funding barriers and an acute shortage 
of personnel trained to provide early intervention services stand \n the way of full 
implementation by the October 1, 1991 deadline. If Mississippi, like some other 
States, already had a statewide early intervention program in place prior to Public 
Law 99-457, we probably would have been able to comply with the implementation 
and funding guidelines in this program. But, we were not one of those States. 

I am proposing that Public Law 99-457 be amended. States such j*s Mississippi 
that are making a good faith effort to comply should continue to receive Federal 
funding as they move forward toward statewide implementation. As it now stands, 
Mississippi must be able to assure the Federal Office of Special Education Programs 
that we will provide statewide case management and evaluation services to all eligi- 
ble children no later than October 1, 1991. If we are not able to meet that deadline, 
we will lose our Federal funds and without those funds we simply cannot support 
this vital program. 

The deadline is only six months away and we have only two pilot programs in 
place funded entirely through Part H monies. Furthermore, meeting this deadline 
would require expansion of State funding by at least $1.7 million at a time when 
fiscal restraints are calling for agency cutbacks. In fact, our State Department of 
Health may have its Fiscal Year 1992 budget lor existing services cut by $7 million, 

If a "differential funding" provision were placed in the legislation, then States 
such as Mississippi could continue to strengthen and coordinate interagency efforts 
while working to obtain the needed State funding for full implementation. 

This program provides a much needed service in Mississippi. For a State where 
the needs are so great, Federal initiatives must be flexible enough to reward effort 
and progress toward a goal when immediate full implementation is precluded by the 
lack of adequate resources. We are making every effort to solve all these problems. 
We are making progress. We must be allowed the chance to go forward not be 
"flunked out" due to fiscal issues beyond our control. Our children did not create 
our budget problems. They should not be the ones to pay ibr them. Thank you Mr. 
Chairman. 

Chairman Owens. Mr. Congressman, I think your message is 
very clear and direct. I do not have any questions, but I'll ask my 
colleague, Mr. Ballenger, 

Mr. Ballenger. 

Mr. Ballenger. Mike, I think we pretty well understood the sit- 
uation. 

Congressman Klug has the same problem you have, except I am 
quite sure that Wisconsin doesn't have the birth death rate prob- 
lem. 

I just got back from Nicaragua and I am not sure what the death 
rate of new born babies is there, but we've got to do something to 
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help you out. The one real Important thing that I found out when I 
was down there is everybody—everybody in Nicaragua, El Salvador 
was worried because of the cholera epidemic in Peru. It has al- 
ready moved into Columbia and it is supposedly heading up the 
coastline into Central America. The problem is that there is a need 
for dehydration salt. 

I have been doing this for 15-20 years, and everybody there has 
always complained about the water systems. I was wondering, in 
those 2 counties that you mentioned, is their water supply clean? I 
know all of the babies in Central America that die seem to die 
from drinking bad water, diarrhea, that sort of situation. I was just 
wondering how the water system was in Mississippi. 

Mr. Espy. We have done some work and some investigation in 
this area as well, Cass. Til just say to you, I don't know about El 
Salvador, but in Nicaragua, in Cuba and Costa Rica and some of 
the nations on the continent Africa, have infant mortality rates 
much better than those that exist in Mississippi at this time. 

The water supply is abundant and generally pretty clean. The 
access, though, to that supply still represents a problem in my 
State. There was a situation recently in a community in the South- 
ern part of mv district what was found in a community of 60 fami- 
lies, half black, half white, was still without running water in their 
homes. Some residents in that community had deep water wells; 
some had culverts to catch rain water when it rained. But the ma- 
jority of the residents of that community had to still haul water 
from a rusty bucket from a stream. So that still exists in America. 

The Farmers Home Administration recognizes this problem and 
they have been working with our office to resolve this. 

I will say in general the water supply is adequate. It is pretty 
clean, but its just a matter of education and access to get to that 
supply. 

Mr. Ballenger. Education, I think, is what this whole program 
is about. 
I thank you, Mr. Chairman. 
Chairman Owens. Mr. Klug 
Mr. Klug. No questions. 
Chairman Owens. Mr. Jefferson 

Mr. Jefferson. I don't have any questions, Mr. Chairman. 

Chairman Owens. There are no further questions. 

Congressman, we have your testimony and we will take into con- 
sideration your request. Thank you very much for appearing before 
us. 

Mr. Espy. Thank you Mr. Chairman. 

Chairman Owens. Our next set of witnesses will consist of par- 
ents: Ms. Liz Williams, Ms. Trish Thomas, Ms. Gayle Underdown. 

Ms. Williams is a parent from the Mississippi band of Choctaw 
Indians, accompanied by Pam Dalme, Special Education Director. 

Ms. Trish Thomas is a parent from Laguna/Otoe-Missiouria 
Tribe, Laguna Pueblo, New Mexico. Ms. Gayle Underdown is a 
parent from Hickory, North Carolina. 

Welcome. We have copies of vour written testimony which will 
be entered in its entirety into the record. I would like you to take 
this time to elaborate on any particular part of your testimony at 
this point. 
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Why don't we begin with Ms. Liz Williams. 

STATEMENT OF ELIZABETH WILLIAMS, PARENT, MISSISSIPPI 
BAND OF CHOCTAW INDIANS, PHILADELPHIA, MISSISSIPPI 

Ms. Williams. I appreciate the opportunity to testify here in sup- 
port of the continuation of early intervention and preschool handi- 
capped programs on Indian reservations. Both my child, Magaline, 
and I, as well as other Choctaw children are being served in ways 
which were impossible before the establishment of these programs. 

I am a member .of the Mississippi Band of Choctaw Indians. My 
child, Magaline, came to me as a foster child when she was seven 
months old. She suffered a post traumatic head injury and suffers 
from visual, physical impairments. Magaline has always been a 
happy child despite the impairments she has endured in her short 
life time. She did not begin to walk until she was one year old. She 
did not begin talk until she was two years old. Her growth com- 
pared to average children her age was delayed. 

When Magaline was one year old, Choctaw Social Services rec- 
ommended that I contact Choctaw Special Education Program and 
the program for young handicapped children. With the help of 
these programs, Magaline was determined eligible for Social Secu- 
rity income, Children's Medical Program Services, was referred to 
medical specialists and completed a physical therapy screening. 
She began receiving physical therapy when she was one year old. 
The physical therapist provided her with varying methods of teach- 
ing her to walk; such as walking cane, infant walker and brace for 
her leg. The therapist informed us of techniques that could be done 
at home to reinforce her progress. 

Now Magaline is in the Choctaw preschool at Choctaw Day Care 
Center. She has continued her physical therapy services through a 
preschool special education program. Transportation has been pro- 
vided for her to each physical therapy session. Her exercises have 
centered around her right wrist and her toe walking. The weekly 
visits to physical therapist have helped her gain better use of her 
wrist and have helped improve her walking. 

Magaline was screened by a Choctaw preschool special education 
program for other possible disabilities. She was determined to have 
a visual impairment which was diagnosed by an ophthalmologist. 
The preschool program has begun getting materials, such as visual 
aids and establishing teacher awareness of her problem before she 
begins kindergarten next school term, as well as providing assist- 
ance needed by the Choctaw Day Caw Center she now attends. 

Every time I have a call or needed special help, the program has 
always been there for me. They have provided us moral support 
and strength. With the help of these two programs, I have watched 
Magaline grow into a child that will be able to adapt to any new 
situation regardless of her impairments. I rely heavily on special 
services that Magaline continues to receive in order for her to 
make it in this world. 

I know that there are other children and parents, such as my 
family, on the reservation who benefit from these programs. We 
will need such services to continue and I recommend that the Con- 
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gress continue the program and, if possible, enlarge it for Indian 
tribes, 

[The prepared statement of Elizabeth Williams follows:] 

Statkment of Elisabeth Williams, Parent, Mississippi Band of Choctaw Indians, 

Philadelphia, Mississippi 

I appreciate the opportunity to testify here in support of the continuation of early 
intervention and preschool handicapped programs on Indian reservations. Both my 
child, Magaline, as well as other Choctaw children are being served in ways which 
were impossible before the establishment of these programs. 

I am a member of the Mississippi Band of Choctaw Indians. My child, Magaline, 
came to me as a foster child when she was seven months old. She suffered a post 
traumatic head injury and suffers from visual and physical impairments. Magaline 
has always been a happy child despite the impairments she has endured in her 
short life time. She did not begin to walk until she was two years old. She did not 
begin talk until she was three years old. Her growth compared to other children her 
age was delayed. 

When Magaline was one year old, Choctaw Social Services recommended that I 
contact the Choctaw Special Education Program and the program for young handi- 
capped children. With the help of these programs, Magaline was determined eligible 
for Social Security income, Children's Medical Program Services, was referred to 
medical specialists and completed a physical therapy screening. She began receiving 
physical therapy when she was a year old. The physical therapist provided her with 
varying methods of teaching her to walk. (Example: walking cane, infant walker). 
The therapist informed us of techniques that could bv done at home to reinforce her 
progress. 

Now, Magaline is in the Choctaw preschool program at the Choctaw Day Care 
Center. She has continued her physical therapy services through the preschool spe- 
cial education program. Transportation is provided for her to each physical therapy 
session. Her exercises have centered around her right wrist and her toe walking. 
The weekly visits to the physical therapist have helped her gain better use of her 
wrist and have helped improve her walking. 

Magaline was screened by a Choctaw preschool special education program for 
other possible disabilities. She was determined to have a visual impairment which 
was diagnosed by an ophthalmologist. The preschool program has begun getting ma- 
terials, visual aids, and establishing teacher awareness of her problem before she 
begins kindergarten next school term as well as providing assistance needed by the 
Choctaw Day Care Center she now attends. 

Every time I have called or needed special help, the program has always been 
there for me. They have provided us moral support and strength. With the help of 
these two programs I have watched Magaline grow into a child that will be able to 
adapt to any new situation regardless of her impairments. I rely heavily on the spe- 
cial services that Magaline continues to receive in order for her to make it in this 
world. 

I know that there are many other children and parents such as my family on the 
reservation who benefit from these programs. We will need such services to contin- 
ue. I recommend that the Congress continue the program and, if possible, enlarge it 
for Indian tribes. 

Chairman Owens. Thank you. 

Ms. Dalme, did you want to make a statement? 

STATEMENT OF MS. PAM DALME. DIRECTOR OF CHOCTAW 
SPECIAL EDUCATION 

Ms. Dalme, Yes, Thank you very much, 

I, too, am grateful for oeing able to be here to talk to the com- 
mittee about the great benefits that Part B and Part H programs 
have brought to the Choctaw Indian Reservation in Mississippi, 

We are currently serving 53 children between the ages of 0 to 5 
years old and their families. I would like to use a little bit of this 
time to talk to you about some of the problems that we're having 
and some of the recommendations that we have. 
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Unfortunately, I need to report that we are seeing a dramatic in- 
crease in serious handicapping conditions on the Reservation. It is 
largely due to the great growth in Indian population. Twenty per- 
cent of the Choctaw population of 5,000 is under the age of six. 
That was done in a recent Census Survey. The increase we are 
seeing is also due to physical defects which accompany gestational 
diabetes. 

We are basically having two problems in delivery of services. 
First of all, it is the lack of funds to adequately serve all of the 
tribes with the Bureau of Indian Affairs in the Department of Inte- 
rior and the lack of coordinating services to fill the resource gaps, 
especially for health care. 

I have submitted written testimony outlining the problems in ob- 
taining the special health care through Indian Health Services and 
Contact Medical Care. At Choctaw particularly, Indian Health 
Services has a contract for deliveries with the University Medical 
Center in Jackson, which is 75 miles away from the Reservation. 
Choctaw mothers, for the most part of their pregnancies, receive 
their prenatal care at local hospitals on the Reservation. Th an 
when it comes time to deliver, they are transported to Jackson. 

Contact Health Services can only pay for surgery or emergency 
care that is needed to protect the child's life when a handicapped 
child is born. For any needs beyond this category, you have to go to 
other areas or other places to obtain services. 

As the lead agency in the Bureau of Indian Affairs, this special 
education program is the lead agency for Part H. This makes us 
have to go out and beg and borrow services from other agencies. 
Sometimes we succeed and sometimes we fail. For many cases, had 
it not been for our Part H funds for staff that we have had, we 
would not have had the human resources that we need to provide 
the support for the child and, at the same time, persist in the ef- 
forts to secure the services from the providers. 

The second problem we are experiencing is with the Department 
of Interior. Its difficulties are due to limited funds to carry out its 
responsibilities as a State, per se, for Part H. 

It is my understanding that the Department of Interior is inter- 
ested in transferring their responsibility from the office of Indian 
Education programs to Indian Health Services, with set-aside funds 
being used to assist the State in becoming the lead agency for 
Indian children for purposes of Part H. I would like to say that the 
Mississippi Band of Choctaw Indians would vigorously oppose this 
move. 

Most States can not or will not serve these children for several 
reasons. Number one being there is simply a lack of State funds at 
the State and local level to adequately serve the non-Indian infant 
and toddler population. 

Second, the State agencies have great difficulty in accessing the 
reservation populations due to either geographic location, issues of 
jurisdiction or of greatest importance, the difference in the tribal 
culture and language. 

Third, there is often a reluctance by States to diligently reach 
out to Indian population because of their attitudes that Indians are 
a Federal, not a State, responsibility. 
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On the basis of our experience, the tribe respectfully makes the 
following recommendations for your consideration. 

First of all, we would like to recommend that the Indian set- 
aside be increased to a minimum of 2.25 percent for these reasons. 

First, there is a higher incidence of handicapped infants and tod- 
dlers due yb the population increases. 

Second, there is a higher incidence of handicapped infants and 
toddlers due to health conditions which include alcohol-related dis- 
a v ''ties. I would like you to note that Indian Health Services, in 
tL ,ir Fiscal Year 1992 budget submission, estimated that the na- 
tional incidence of fetal alcohol syndrome is two for every 1,000 
live births. They also show that for specific Indian populations, 
that number goes up to 15.6 for every 1,000 live births. 

More resources will be needed if these children are to receive the 
critical early intervention services that they need. 

The third thing is lack of resources. There are not within the 
State, and certainly not within Mississippi, resources that are 
needed to adequately serve Indian children. Similarly, unless the 
Congress appropriates additional funds t°r the Bureau of Indian 
Affairs or for Indian Health Services, there will not be an adequate 
funding level for either of these agencies. 

The second recommendation we have is in the reauthorization, if 
possible, to address the limitation by the Indian Health Service to 
contract health care. In particular, we recommend that Indian 
Health Services not limit their Priority I health care and extend it 
to handicapped children. 

Finally, we thirdly recommend, and strongly recommend, that 
the Department of Interior, Office of Indian Education Programs, 
remain the lead agency for serving Indian children who live on the 
reservations and we strongly oppose any efforts by the Department 
or Interior to relinquish this responsibility to either the States or 
to Indian Health Services. 

While we understand many of the obstacles that the Department 
of Interior is facing in carrying out their responsibilities, many of 
which are associated with a reluctance to request additional fund- 
ing, we do not feel that young Indian children will be better served 
by simply transferring this responsibility. 

Instead, the Department of Interior should be strongly urged to 
accept its responsibility for all infants and toddlers on reserva- 
tions—not simply those with BIA funded or operated schools and to 
prepare budget requests, initiate service programs and continue to 
coordinate their efforts accordingly. 

On behalf of the Mississippi Band of Choctaw Indians and the 
families like Ms. Williams and the children who have received 
direct payments from Part B and Part H funds, thank you for your 
consideration. 

[The prepared statement of Pam Dalme follows:] 
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Statement by Pu Dalae, direotor of Choctaw apeoial Education 

X, too, aa grateful to ba able to tall tha Coaaittee of tha 
imaeneo bonefite.the Part B and (art H programs ara bringing to 
Choctaw ohildran and tbair faailiee who, prior to thair oneet, 
raoaivad at baat only routina baaltb oara eervioee. X want to uaa 
ay tiao to fooua on tha Part H prograa, outlina problaaa with 
iaplaaontaticn and aake eoee recoaaendatione. 

Unfortunately, x auot raport that wa ara aaaing draaatic 
ineraaaaa in aarioua handioapping conditions, largaly dua to 
graat population growth ~ 20 par oant of tha Choctaw population 
of 5,000 ia undar aga ais — aa wall aa dua to tha phyaioal 
dafaota whioh aoooapany gaatational diabeteo. Tha tribal rata for 
opaa apina dieorder, for oxaaple, is twioa tha national average 
and thara ia aa unuaually high inoidanoa of olaft palataa* (Tha 
triba haa tha aaoond highaat diabataa rata aaong all Xndian 
triboo. Aaarioan Xndiana hava tha highaat diabataa rata of all 
population groupa in tha country.) 

Tha problaaa of implementation ara thoaa primarily of (1) 
lack of funda to adequately aarva all tribaa and tha lac* of 
coordinating aarvieaa to fill in tha raaouroa gape, eepeoially 
for haalth oara and (2) Department of tha Xntarior dif f ioultiee, 
dua to limited funda, in carrying out ita full raapcnaibility aa 
tha 'etate' for Part B. 

1. Lack of Funda and Servicee 

Xndiax* tribaa, unlike atataa and unite of local government 
which hava tha capacity to aoquira financial reeouroee through 
taxation, hava only thoee funda for educational and health care 
eervioee whioh are requootod in the adainiotration'o budget eaoh 
year and are appropriated by the congreee. 

Many of the Boot urgent neede of children at thie age are 
thoee for epecialieed and often oxponoivo health care eervioee. 
Part B anticipatee that the Xndian Health Service would be a 
priaary provider in thie area* such ie not the caee and an 
explanation of how XSS funda aay be expended will clarify thie. 

Moot tribee have either a eaall hoepital or field olinio in 
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tbair coaaunitiaa. Moat oft an tba boapitmo, auuh aa that on tba 
Chootaw Raaarvation, do not bava aurgioal or cbatatrica unit*. 
Tba largar tribaa bava full aarvioa boapitala aqulppad for botb 
aurgary and obatatrioa and in aoaa parta of tba oountry — 
primarily tba aoutbvaat and Qklaboaa — tbara ara larga ragional 
XH8 faoilitiaa vbiob offar a ranga of aarvioaa. 

Any aadieal or apaoialty aarvioaa, inoluding tboaa aarvioaa 
of payebologiata and payohiatriata, vbiob can not ba parformad in 
tba raaarvation faoility fall into a oatagory oallad oontraot 
baaltb, tbat ia, all oara vbieb autt ba purobaaad froa non-IBS 
providara. Tba Indian Baaltb Sarvica, in dataraining vbiob 
aarvioaa to fund, follova a priority ayataa. CHS funda bava baan 
ao abort far naarly tan yaara now, tbat only tboaa CHS oaaaa 
vbieb fall into tba Priority X oatagory oaaaa oonaidarad 
urgant and aaergent ~ hava baan approvad for payaant. All otbar 
■arvicafc ara dafarrad. 

Tbia ayataa raaulta in a baaltb oara prooaaa, baginning vitb 
pragnADcy and dalivary, vbieb inoraaaaa tba likalibood tbat 
diaabling oonditiona will ba untraatad. At Cbootav, for axaapla, 
tba boapital baa a contract vitb tba Univaraity Kadioal Cantar in 
Jackaon, aoma 75 ailaa ona way, froa tba raaarvation for 
dalivariaa. Cbootav ao tbara, for aoat of tbair pragnanoy, raoaiva 
pranatal oara at tba local boapital and ara tban tranaportad by 
ambulanoa to Jaokaon for dalivary. xf tba obild ia born vitb 
diaabling oonditiona, CHS oan pay for aarvioaa/aurgary daaaad aa 
'aaarganoy or naoaaaary to protaot tba lifa of tba obild. 9 Any 
naada bayond tbat oatagory auat ba paid for froa otbar aouroaa. 

Tbia foroaa ua to bag and borrow aarvioaa froa otbar 
aganoiaa. Soaatiaaa va auocaad and aoaatiaaa wa fail. An azaapla 
involvaa ortbodontio oara for a elaft palata obild, wbo waa born 
vitb a aavaraly diaabling and disfiguring olaft palata. aavaral 
raconatructiva aurgariaa wara raquirad and ortbodontio applianoaa 
wara naadad tba atraigbtan tba taatb following tba oparationa. it 
took aavaral aontba of work and bickering baok and fortb witb 
jervice aganciat bafora wa wara auoeaaaful in obtaining tba 
naoaaaary funda. Bad wa not bad tba Part B funda for ataff , wa 
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would not have had the staff raaouroaa needed to provida support 
to tha ohild and, at tha same time, persist in efforts to oajola 
tha aarvioas from providara. 

(3) DOX Reluotance to Assume Responsibility 
Zt is my umderetanding that tha Department of tha Xntarior 
ia intaraatad *n transferring its responsibility to tha Indian 
Baalth aervioe, with tha set-aside funds to ba uaad to aaaiat 
atataa in boooming tha laad aganoy for Indian ohildran for 
purpoaaa of Part H. Tha Mississippi Band of Chootaw Indiana would 
vigorously oppoaa auoh a mova. 

Quita eimply, moat atataa oan not or will not sarva these 
ohildran for aavaral raaaonas first, thara ia eimply a lack of 
funda at tha atata and looal laval to adaquataly aarva tha non- 
Indian infant and toddlar population; ssoond, atata aganeiaa have 
graat diff ioulty in aooaaaing raaarvation populations dua to 
gaographio isolation, iaauaa of juriediotion, and, of graatast 
iaportanoa, laok of knowledge of tribal oultura and language. 
Gaining aooaaa to a handioappad infant and ita family for 
aarvioaa raquiraa looal familiarity. Third, thara ia oftan a 
raluotanea by tha atataa to diligantly raaoh out to tha Indian 
population baoauaa of antranohad attitudaa that Indiana ara a 
fadaral, not a atata, responsibility. 

RECOMMENDATIONS 

On tha baaia of our axparianoa, tha triba raspaotfully makes 
tha following raoommandationa for your ooneideratiom 

1. Wa reoommand that tha Indian eet-aeide ba inoraaaad to, 
at a minimum, 2.25 parcant for thraa raaaonas 

a. Bighar inoidanoa of handioappad infanta and toddlara due 
to population inoraaaaa 

Tha Amerioan Indian population ia growing rapidly. This 
trend alone will reault in mora ohildran who need early 
intervention aarvioea. 

b. Higher inoidenoe of handicapped infanta and toddlara due 
to health oonditiona whioh inoluda aloohol-ralatad diaabilitiea 

The onaet of diabatea during pragnanoy ia oontributing 
larger numbers aaoh year of ohildran born with eongenital 





16 



dafacta. Hora raaouroaa will ba naadad if thaaa ohildran ara to 
racaiva critical aarly intervention aarvicaa. 

Tha growing inoidanoa of fatal alcohol ayndr»»a ia alao 
raaulting in largar mimbara of diaablad and at riak infanta and 
toddlara. Wnilatha Miaaiaaippi Chootawa are fortunata to hava 
avoidad, in largo part, tbia damaging condition, othara hava not 
and tha naada of thair ohildran muat ba oonaidarad during 
raauthoriaation. Tha Indian Baalth Sarvioa, in ita FY lt»2 budgat 
aubmiaaion, estimates that tha national inoidanoa rata of PAS ia 
ganarally thought to ba around 2/1,000 live birtha raporta FAB 
inoidanoa rataa among apaoifio Indian populationa whioh raaoh 
15.471,000 liva birtha. 

o* Lack of Othar Raaourcaa 

Taere ara not within atataa, oartainly not within 
Miaaiaaippi which ham graat budgat ahortfalla and tha lowaat par 
oapita inooma of all atataa, tha raaouroaa which will ba naadad 
to adaquataly aarva Indian ohildran. Similarly, unlaaa tha 
Congraaa appropriataa additional funda for tha Buraau of Indian 
Affairm or tha Indian Baalth Service, thara will not ba adaquata 
funding lavala from aithar of thaaa agencies. 

2. Wa racommand that tha raauthoriaation, if poaaibla, 
addraam tha limitation by Indian Baalth Sarvica of oontraot 
haalth aarviea (CBS) paymanta for oara for handioappad ohildran. 
In partieular, wa racommand that tha IBS not limit ita CBS 
aarvieaa to Priority I oara in tha oaaa of handioappad ohildran. 

3. wa atrongly racommand that tha Dapartmant of tha Intarior 
r amain tha laad aganoy for aarving Indian ohildran who liva on 
raaarvationa and wa atroagly oppoaa any af forta by tha DOI to 
ralinquiah thia responsibility to aithar tha atataa or tha IBS. 
Whila wa undaratand many of tha obataolaa whioh tha DOI ia faoing 
in earrying out ita raaponaibilitiaa hara ~ many of whioh ara 
aaaoeiatad with a raluotmnoa to raquaat additional funda, wa do 
not faal that young Indian ohildran will ba battar aarvad by 
aimply tranafarring tha raaponaibility. Inataad, tha Dapartmant 
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of tbe interior should ba strongly urged to accept it* 
responsibility for all infants and toddlars on rasorvations — 
net slap 17 tboao vitb BIA funded or oparatad aohoola — and to 
prapara budgat requests, initiate aarviea programs, and 
eoordiaata efforts aeeerdingly. Tbank you. 
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Chairman Owens. Thank you. 
Ms. Trish Thomas. 

STATEMENT OF TRISH THOMAS, PARENT, LAG UNA/OTOE* 
MISSIOURIA TRIBES, LAGUNA PUEBLO, NEW MEXICO 

Ms. Thomas. Good morning. Chairman Owens and committee 
members, my name is Trish Thomas. I am of the Laguna and Otoe- 
Missiouria tribes. I reside on the Laguna Indian Reservation in 
New Mexico. 

I am here today to share some of my thoughts about the needs of 
Indian families with young children with disabilities. These are 
based on my own experience as a recipient of early intervention 
services that have been both positive and negative for myself and 
my family. 

I would like to begin by telling you about my two children. First, 
my daughter, Kori, who was considered normal at birth, but at age 
four months showed signs of respiratory distress. She was found to 
have numerous allergies to foods and other substances. She also 
has asthma and seizures. Kori began postural drainage therapy at 
age four months every four hours for six months. 

Two years later, I gave birth to my son, Travis. When Travis was 
born he was put into a Newborn Intensive Care Unit because of an 
irregular heart beat. He was kept in there for three days and re- 
leased with a clean bill of health. 

When/I left the hospital, I knew something was wrong with him, 
so I continued to take him to the Indian Health Service to have 
him evaluated. Every time they would tell me he was okay. I soon 
got labeled as an over-reactive mother. It wasn't until 2.5 years 
later that my feelings and concerns were validated and he was fi- 
nally diagnosed as having a bilateral hearing loss that was in the 
severe to profound range. 

It was a long, hard and painful struggle to obtain the services 
that we, as an Indian family, were comfortable with. Our services 
were what they called individualized. Though in the beginning we 
were put into a system and made to fit into the services and time 
frames that really met the professionals needs and not ours, it 
wasn't until we told them that we, as Indians, sometimes function 
in a different manner when it comes to the special needs of Indian 
children. Only then did our early intervention program change and 
become more family-centered and culturally responsive. 

In the past, you have heard compelling testimony affirming the 
family as the primary learning environment for children under six 
years of age. This points out the critical need for parents and pro- 
fessionals to function in a collaborative fashion. 

One would think that now, five years later after the passage of 
Public Law 99-457, Part H, that we would be further along. Unfor- 
tunately, I must advise you today that Indian infants and toddlers 
are still getting lost in that bureaucratic shuffle. Today, many par- 
ents still experience the same problems that I experienced in ob- 
taining services for my children. 

These problems result from poor coordination of services between 
various Federal and State programs which are supposed to serve 
Indian children and their families. We still have to deal with our 
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State and private agencies, along with the Bureau of Indian Af- 
fairs, Indian Health Services and our own tribal agencies. 

Interagency collaboration and coordination is crucial if families 
are to successfully get help for their special needs infants and tod- 
dlers. There is still a pressing need for agreement among Federal 
and State agencies that provide services for our special needs 
Indian infants and toddlers; we still havt not seen these agree- 
ments being developed and implemented. 

Let me share an example. In 1989 several concerned Indian par- 
ents and professionals got together and wrote up comments to the 
BIA about its proposed Memorandum of Agreement with IHS to 
implement Part H services to Indian infants and toddlers. We 
spent hours on a letter that outlined our suggestions for improving 
services on Indian reservations. We never saw any result of our 
effort. To my knowledge, this agreement was never completed nor 
did we receive an answer to our correspondence or to our telephone 
calls to the BIA. 

To me it only makes sense that since lHS is the first agency to 
have contact with Indian infants and toddlers that they should be a 
key piece to the Part H program, receiving assistance from the BIA 
and the tribes. A way must be found to ensure that the BIA works 
more collaboratively with IHS and the States. 

I am also a parent member of the New Mexico Part H Procedur- 
al Safeguards Committee. In this capacity, I have participated in 
work groups to help make our State s Part H policies and system 
responsive to Indian infants and their families. 

We have struggled with the numerous Federal requirements of 
Part H, such as the eligibility criteria, IFSP time-frames, and pro- 
cedural safeguards. Many of these Federal regulations seem inflexi- 
ble. The system will not meet the needs of Indian infants and tod- 
dlers and their families. 

For example, the Part H time-frames for referral, evaluation, 
and the IFSP development do not allow for Indian parents to spend 
time consulting with their extended family. While this ma; # not be 
true of all families, it is particularly critical for traditional Indian 
families who require extended family input into this decision- 
making process. If they are not allowed to do this, they will lose 
their trust in their service agency and may not proceed with early 
intervention services. 

Indian families need to be given options of other services avail- 
able that address their children's developmental needs. We need to 
be allowed to perform traditional Indian ceremonies before profes- 
sional services for our children with special needs are sought by re- 
quests from child care providers. This process will only enhance 
western services for our special needs children. 

The Federal Part H requirements and regulations should allow 
States—in fact, encourage them, to fashion a system of early inter- 
vention that works for all its citizens by recognizing the differences 
in the way families from culturally different ethnic groups live and 
care for our children. 

Mr. Chairman, committee members, thank you for hearing my 
thoughts on improving Part H services. 

[The prepared statement of Trish Thomas follows:] 
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Statement op Trish Thomas, Parent, Lagun a/Otoe-Missiouria Tribes, Laguna 

Pueblo, New Mexico 

Chairman Owens and committee members, my name is Trish Thomas. I am of the 
Laguna and Otoe-Missiouria tribes. I reside on the Laguna Indian reservation in 
New Mexico. I am here today to share some thoughts about the needs of Indian fam- 
ilies with young children who have disabilities. These are based on my own experi- 
ence as a recipient of early intervention services that have been both positive and 
negative for myself and my family. I would like to begin by telling you about my 
two children. First my daughter, Kori, who was considered normal at birth, but at 
age four months showed signs of respiratory distress. She was found to have numer- 
ous allergies to foods and other substances. She also has asthma and seizures. Kori 
began postural drainage therapy at age 4 months every four hours on the hour for 
six months. Two years later I gave birth to my son, Travis. When Travis was born 
he was put into a Newborn Intensive Care Unit because he was experiencing an 
irregular heart beat. He was kept in for three days and released with a clean bill of 
health. Although when leaving the hospital I still felt that something was not right. 
I continued to be concerned about my son's development, so I continued to seek 
medical help only to be told he was alright. My concerns and feelings were not vali- 
dated until 2V2 years later when Travis was finally diagnosed as having a bilateral 
hearing loss that was in the severe to profound range. 

It was a long, hard, and painful struggle to obtain the services that we as an 
Indian family were comfortable with. Our services were to be what they called indi- 
vidualized. Though in the beginning we were put into a system and made to fit with 
the services and time-frames that really met the professionals needs, not our needs. 
It wasn't, we told them, that we as Indians sometimes function in a different 
manner when it comes to our special needs Indian children. Only then did our early 
intervention program change and become more family-centered and culturally re- 
sponsive. 

In the past, you have heard compelling testimony affirming the family as the pri- 
mary learning environment for children under six years of age. This points out the 
critical need for parents and professionals to function in a collaborative fashion. 
One would think that now, five years after the passage of Public Law 99-457, Part 
H, we would be further along. Unfortunately, I must advise you today, that Indian 
infants and toddlers are still "getting lost in the bureaucratic shuffle/ Today, many 
parents still experience the same problems I experienced in obtaining services for 
my children. 

These problems result from poor coordination of services between various Federal 
and State programs which are supposed to serve Indian children and their families. 
We still have to deal with our State and private agencies, along with the Bureau of 
Ind ian Affairs (BIA), Indian Health Services (IHS), and our own tribal agencies. 
Interagency coordination is crucial if families are to successfully get help for their 
children. There is still a pressing need for agreements among Federal and State 
agencies that provide services for our special needs Indian infants and toddlers. Yet, 
we still have not seen these agreements being developed and implemented. 

Let me share an example. In 1989 several concerned Indian parents and profes- 
sionals got together and wrote up comments to the BIA about its proposed Memo- 
randum of Agreement with IHS to implement Part H services to Indian infants and 
toddlers. We spent hours working on a letter that outlined our suggestions for im- 
proving services on Indian reservations. We never saw any result of this effort. To 
my knowledge, this agreement was never completed, nor aid we receive an answer 
to our correspondence or to our telephone calls to the BIA. 

To me it only makes sense that since IHS is the first agency to have contact with 
Indian infants and toddlers that they should be a key piece of the Part H program, 
receiving assistance from the BIA and the tribes. A way must be found to ensure 
that the BIA works more collaboratively with IHS and the States. 

I am also a parent member of the New Mexico Part H Procedural Safeguards 
Committee. In this capacity, I have participated in work groups to help make our 
Stated Part H policies and system responsive to Indian infants and their families. 
We have struggled with the numerous Federal requirements of Part H, such as the 
eligibility criteria, IFSP time-frames, and procedural safeguards. Many of these Fed- 
eral regulations seem inflexible, The system will not meet the needs of Indian in- 
fants and toddlers and their families. For example, the Part H time-frames for re- 
ferral, evaluation, and IFSP development do not allow for Indian parents to spend 
time consulting with their extended family. While this may not be true of all fami- 
lies, it is particularly critical for traditional Indian families who require extended 
family input into decision-making, If they are not allowed to do this they may lose 
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any trust in their service agency and may not proceed with early intervention oerv- 
ices. 

Indian families need to be given options of other services available hat address 
their children's developmental needs. We need to be allowed to perform traditional 
ceremonies before pursuing professional services for our children with special needs. 
This process will enhance western services for our special needs children. 

The Federal Part H requirements and regulations should allow States, in fact en- 
courage them, to fashion a system of early intervention that works for all its citi- 
zens by recognizing the differences in the way families from diverse ethnic groups 
and cultures live and care for their children. 

Mr. Chairman, committee members, thank you for hearing my thoughts on im- 
proving Part H services. 

Chairman Owens. Thank you. 

I have Ms. Gayle Underdown on the witness list, but I under- 
stand we have other representatives of the family. Will the repre- 
sentatives of the Underdown family proceed? 

STATEMENT OF GAYLE AND STEVE UNDERDOWN, PARENTS 
Mr. Underdown. Good morning. 

We are Steve and Gayle Underdown, parents of three children, 
Andrew, Matthew and Christiana. We appreciate the time you 
have given us to talk about our experiences with early interven- 
tion. 

Our State's ICC logo is one of the family under the rainbow. To 
us it signifies the promise of protection, affirmation and inclusion 
of the family at all levels. 

We would like to relate the events that formed our family's rain- 
bow to you. Like a rainbow, the storm and the clouds had to come 
first. 

In 1986 we were blessed with the event of our second of three 
children. Thirty-one hours after an extremely difficult and exhaust- 
ing labor, Matthew Steven Underdown arrived at 7 lbs 8 oz. with a 
completely black, bruised face due to a facial presentation and he 
had grand mal seizure. 

On the third day of his life, an intern at the hospital informed 
me, away from my wife, that Matthew probably had Down Syn- 
drome. I was devastated. Where was my son who was just in the 
hospital for a seizure? Now he was being diagnose i as mentally dis- 
abled. The joy I felt at his birth had turned into feelings of guilt, 
disbelief, fear of the unknown and anger. 

A family is the most vulnerable and broken when their dreams 
are shattered no matter what their socio-economic status is. The 
support and the empowerment they receive at that critical time 
will carry them through many years to come. 

Early intervention gave us something tangible to do that couldn't 
be done later. It helped us impose some control on a seemingly un- 
controllable situation. 

Early intervention has provided the basis for Matthew's develop- 
mental pyramid and has started us on a road to empowerment and 
advocacy. 

We hope that Matthew will continue to be an integral part of the 
community and mainstreamed when he reaches public school. We 
hope that Matthew will have caring, well-trained public school 
teachers who will not see him as a label, but take him where he is 
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and enthusiastically work with him and his friends so they can 
learn from each other. 

We hope Matthew will be able to graduate from his neighbor- 
hood high school and not from a self-contained school for the dis- 
abled. We hope that Matthew will be able, should he wish, to 
attend a college of his choice and pursue a career in order to live 
independently and become a taxpayer. 

You see, early intervention will be meaningful and successful 
only when normal children are themselves mainstreamed at birth 
with their peers who have disabilities. Many of these children will 
go on and earn educational degrees and will have had valuable ex- 
periences to teach in their own classrooms. It is our dream that 
Matthew and other children with disabilities will reach their own 
full potential and will help educate our world. 

Ms. Underdown. Our family has been involved in over 44 differ- 
ent services during the past four years of Matthew's life and we 
have some general observations to share with you. 

First, in affirming and empowering the family when they are the 
most fragile is crucial and the services should adopt philosophies to 
accomplish that goal. 

Second, labeling a child who is young and just in those early 
tender years is dehumanizing. Our children are not disabilities; 
they are people. We look forward to the day when a label is not the 
ticket to services. 

Third, an array of accessible services are • eded to meet the 
family's unique and changing priorities. Time iay be of assistance 
then, but it is an enemy to families and when services are unavail- 
able due to inaccessibility or waiting lists, precious time is lost and 
families are frustrated. States who have adhered to the time lines 
should be rewarded. 

We hope for a flexible system focused on informal and existing 
community resources, such as preschool, churches, day cares and 
volunteer advocacy and parent organizations. Service coordinators 
need to be fully informed of these services to share with their par- 
ents. 

Fourth, it is imperative for families to be empowered in leader- 
ship roles in order to continually shape policies focused on quality, 
family and friendly services. Parents should also be in such higher 
positions as service coordinator and resource referral. As a rain- 
bow's colors are combined and one blends into another, so should 
our service system so that all parts are represented and all parts 
are of equal importance. 

I would like to tell you some of the specific services that have 
been especially helpful to our family. We felt significant support 
from advocacy groups such as ARC. Non-traditional therapies have 
been especially responsive to us. Volunteer swimming and horse- 
back riding programs have enhanced Matthew's physical develop- 
ment. 

Our mainstream experiences have probably been our most value 
and this has been Matthew's best year yet in a Suzuki preschool 
receiving related services from the preschool program and our 
Family Infant Preschool program. The coordination between these 
seven individuals and three organizations have been fabulous. Res- 
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pite has also been excellent and FIPPS has been an excellent 
source of information and empowerment. 

The Exact English Sign Language that we taught Matthew 
before he was able to talk himself has significantly enhanced his 
communication. 

We would like to have seen some cross communication between 
service providers especially within the medical community. We 
would have also like to seen better quality of services and person- 
nel in traditional handicapped services. Programs are only as good 
as the people who are in them and who are teaching and adequate 
funding is essential to make this goal to be realized. 

We would have also liked to have had more integrated therapies 
treating Matthew in his natural learning environment. 

Finally we would have liked to have referrals to parent networks 
to empower us and to gain from their positive and negative experi- 
ences. 

At the end of next month, Matthew will have completed his most 
optimal developmental years. We are confident that he is well pre- 
pared, but we don't hold that assumption for all children with dis- 
abilities. 

Please make sure that States implement this law for children 
with disabilities and their families. With all the negative events 
that are happening in the world, you all can be really proud of 
your involvement in this law that surely does make a positive dif- 
ference in our world. 

As for the Underdowns, instead of living in a far away land over 
the rainbow, we find ourselves a whole family in North Carolina, 
under the rainbow protected by it's promise and it's support. 

[The prepared statement of Gayle and Steve Underdown follows:] 
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TESTIMONY OF GAYLE AND STfcVE UNDERDOWN 



TO THE 

UNITED STATES' HOUSE OF REPRESENTATIVES 
SUBCOMMITTEE ON SELECT EDUCATION 



WITH RESPECT TO 
REAUTHORIZATION OF PART H 
AND 

PART B, SECTION 619 
OF THE 

INDIVIDUALS WITH DISABILITIES EDUCATION ACT 



APRIL 11, 199! 
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TESTIMONY OF GAY LB AND STEVE UNDERDOWN 

STEVE'S TESTIMONY : 

Good morning. We are Steve and Gayle Underdown, parents 
of three children, Andrew, Matthew and Christiana and appreciate 
the time you have given us to talk, about our experiences with 
early intervention. Since Matthew was born around the same 
time as PL99-457, we felt a strong tie to it and have Seen the 
parallels between Matthew's development and the law's development. 
Our state's ICC logo is one of the family under the rainbow and 
it signifies the promise of protection, affirmation, and inclusion 
of the family at all levels* It is also significant bacause 
sometimes it feels like the only place PL99-457 will be realized 
is somewhere over the rainbow. We would like to relate the events 
that formed our families rainbow to you* Like a rainbow, .the 
storm and the clouds had to come first. 

In 1986 we were blessed with the event of our second of three 
children. We were prepared for the birth in the usual way of 
an expected and welcoi/cd pregnancy * the nursery, showers, breath- 
ing techniques, names, exercises, birth announcements, and prepara- 
tions for our older son who was not quite two. The big day arrived 
May 27 at 8a.m. with the first contractions. We had an exciting 
and joyous ride in the car together remembering the birth of 
Andrew and how this was even better because we knew the joy that 
awaited us which we hadn't known the first time around. 

Thirty one (31) hours after an extremely difficult and exhaust- 
ing labor, Matthew Steven Underdown arrived and 7 lbs. 8 oz . 
with & completely black, bruised face due to a facial presentation, 
and had a grand mal seizure. Arrangements were made for Matthew 
to be transferred to another hospital because of the seizure. 
I went ahead and ray wife followed with her mother. They were 
delayed by a farm vehicle that allowed them to witness a beautiful 
double rainbow that so often follows an unexpected and hard summer 
thunderstorm. (In S.C. summer is definitely underway in May.) 
This one sign would have tremendous significance to us in the 
days and years to come. 

page 1 of 6 
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On che third day of his life, an intern at the hospital informed 
me, away from my wife, chat Matthew probably had Down Syndrome, 
t was devastated. Where was my son vho was just in the hospital 
for a seizure? Now he was being diagnosed as mentally disabled.' 
The joy I felt at his birth had tuYned into feelings of guilt, 
disbelief, fear of the unknown and anger, t had already felt 
so connected with love to Matthew because it was obvious his 
birth was painful, and I had barely left his side throughout. 
Now I felt Matthew must also be hurting inside if he had Down 
Syndrome. Gayle was also devastated and felt like she would 
never smile or laugh again and that our lives were over even 
though we were only 2b and 27. I suppressed as much natural 
emotion as I could and focused only on positive feelings. This 
suppression contributed to later problems. After sn intense 
and unexpected emotional roller coaster we look Matthew home* 
In all our preparations, we never planned for this event. 

Although our feelings have significantly charged, simply 
recalling those days brings back that deep pain as if it is 
happening right now, and this story is not for pity but to show 
you the depths of despair one can fall to when reality is so 
far away from expectations and the norm. Had we been left alone 
in that place, we never would have smiled or laughed again, and 
our lives would have been over - especially Matthew and Andrew's. 
For a family is the most vulnerable and broken when their dreams 
are shattered no matter what their socio-economic status is, 
and the support and empowerment they receive at that critical 
time will carry them through many years to coue . 

Fortunately, we were not left in despair. We found Out about 
early intervention from our birth attendant, and this was the 
first ray of light that shone through our stormy clouds to form 
our rainbow. Early interventions gave us something tangible 
to do that couldn't be done later. It helped us impose some 
control on a seemingly uncontrollable situation. 
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GAYLE'S TESTIMONY: 

Our family has been involved in numerous programs and services 
and have some insight as to what we see as helpful. First, families 
are very vulnerable and fragile at the point of receiving the 
news and caring well trained pro f Ciss ional s can make the difference 
between remembering the event as a horror story or a nurturing 
experience* 

Second* labeling a young child is crushing for families. 
We refused services from the DMR because we felt is was not worth 
the price of labeling Matthew. We felt Matthew would lose his 
identity if we labeled him mentally retarded. We fully support 
the change in the law from handicapped child to child with a 
disability. Our children ai ; people first. 

Third, an array of services need to be available to meet 
the family's unique and changing priorities, and the services 
must fit the family instead of sice versa. For our family, the 
services provided by the state did not seem aggressive enough 
to stimulate our son's naturally suppressed senses due to his 
Down Syndrome. We found private programs in other states that 
provided the intensity we felt our family needed in order to 
maximize the window of opportunity we had been given in these 
first five years. We were setting the foundation for Matthew's 
eventual intelligence, and we needed something more tangible 
than "kitchen talk". The state supported day program was un- 
acceptable to us, and the private early intervention program 
was not, at that time, a program vc considered to be of quality. 
Within the year, they had a change of staff and location, and 
we enrolled Matthew in the program, but were put on an 18 month 
waiting list. Time is not a family's friend, and there is great 
frustration when time slips away while on a waiting list. Hope- 
fully waiting lists will cease to be an issue with the implemen- 
tation on PL99-457, an<* the states who have adhered to the time- 
lines should be rewarded. White we waited, we contracted our 
own related services and therapies and started an infant stimula- 
tion program in our house with other families on waiting lists . 
Over the past four years, Matthew's and our needs have changed 
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as he has grown. We firmly believe that each family is unique 
and best able to identify their needs. What worked for us will 
not necessarily work for anyone else. We would advocate a system 
that is flexible and comprehensive thst includes all community 
resources in their information network - especially the nontradi- 
tional resources such as churches, day cares, private preschool 
and volunteer organisations. It is through these resources that 
our family has found the most valuable services. 

Fourth, in order for this system to be comprehensive, it 
is imperative for families to be decision makers not only in 
their own plan but in the local, state and federal plans. Famil- 
ies have more roles to play than just "emotional storytel I er" 
and "fund raiser" for programs and states, and they must be recog- 
nized in decision making roles on all levels. As a rainbow is 
formed and one color blends into the next, so it should be in 
oui* delivery system of early intervention so that no part is 
missing and ail parts are of equal importance. 

We would like to tell you some of the services that were 
especially helpful. The nont r ad i t i onal therapies fit into our 
idea of what early intervention means. In terms of physical 
development, the volunteer programs of swimming, horseback riding 
and playful parenting gymnastics were most useful. Matthew's 
integration in the community through a mainstreamed preschool 
in S.C. and his current Suzuki School of the Arts have been the 
best experiences we have had! Matthew has shown the greatest 
amount of improvement in thrse nurturing environments where he 
can learn from his peers and can teach others the lessons he 
has to offer. Both programs have commented on what an asset 
he is to the class and how much more complete everyone's learning 
is. For our family, the respite offered by our county Mental 
Health has been excellent! Our other children are included, 
it is done in our home, and the workers are top notch! In terms 
of interagency collaboration, this year we have seven individual 
professionals in three separate organizations all wotking together 
and an affirming system of communication between all of th«m. 
The Family Infant Preschool Program has been an excellent source 
of information, support, empowerment and programming. All three 
of our children look forward to their sibling workshop days in 
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the fall and spring. Before Matthew could talk, ve bought a 
sign language dictionary and taught him Exact English in sign. 
Ve believe this significantly enhanced his communication skills 
and under a tind i ng of language* 



Some of the things that would have been helpful to us are 
cross communication of service providers - expecially within 
Che medical community with us receiving copies of sll communication. 
This coordination has been extremely frustrating and lacking 
a family focus* We would also have liked to see better quality 
of services and prof essionsls in the mainline of handicapped 
services. Energetic, creative and well trained professionals 
truly make a difference, and a program is only as good as the 
people working there. Wo would have liked to be treated as an 
entire unit instead of Matthew as a separate entity. Often the 
therapists ve contracted during the first two years treated him 
out of context of his natural learning environment and were un- 
welcoming to our other children. It would have been a blessing 
if we could have been given phone numbers and names of parents 
to call to talk about their experiences. This would have helped 
empowered us as parents and enabled us to pull from their exper- 
iences, both positive and negative, in order to make intelligent 
decisions. Ve would have liked to been offered complete informa- 
tion about all available options - traditional and nont radit ional- 
in the community, state and nation and to be served without the 
dehumanizing indignity of labeling our child. 

Early intervention has provided the base of Matthew's develop- 
mental pyramid and has started us on the road to empowerment 
and advocacy. Our hopes for Matthew are many. First, we hope 
that Matthew will continue to be an integral part of the community 
*nd ma ins t reamed when he reaches public school, receiving indivi- 
dual services which he may require to help his education parallel 
his friends who do not have d i sab i 1 it iea . We hope that Matthew 
will have caring, well-trained public school teachers who will 
not see him as a label, but take him where he is and enthusias- 
tically work with him and his friends so they can learn from 
each other. We hope Matthew will be able to graduate from his 
neighborhood high school and not from a self contained school 
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for the disabled. We hope Matthew will be able, should he wish, 
to attend a college of his choice and pursue a career in order 
to live independently and become a taxpayer. For you see, early 
iitervention will be meaningful and succeasTui only when 'normal 
tnildren :re themselves ma i nst reamed at birth with their peers 
vho have »ab i i i t ie s . Many of these children will go on and 
earn educational degrees and will have had valuable experience 
to teach in their own classrooms. That is our dream, that Matthew 
and other children with disabilities will reach their own full 
potential and will help educate our world* 

We've shared our initial feelings regarding our reaction 
to becoming parents of a child with disabilities, and those are 
very risky to share because most pee «le want parents to say how 
the disability didn't ever matter to them. It's helpful for 
you to see where we started in order to appreciate how very far 
wc*ve come. Matthew has been every bit the joy that our other 
two children have been to us; bur more than t, he has added 
to much to our family. These ere les'.ons wo never would have 
learned without this opportunity. We see him as one of our unique 
children who loves the beach, playing the box violin, Vilvnidi's 
Foi'r Seasons, Sesame Street, his Paw-Paw's boat, pretending to 
oe a bus driver and playing outside. We have gotten to know 
the person who came to be part of our family instead of the problem 
that accompanied him. It's scary to think of the joys we might 
have miss^J if we hadn't seized hope and put it on wheels. I'm 
sure we were able to do that because we knew we were providing 
the best start in life for Matthew. 

At the end of next month, 80S of Matthew's intelligence will 
be determined. Our family has made wise investments for Matthew 
during these years* and we are confident he will grow to be the 
best person he can, making significant contributions to society. 
Unfortunately that's only because he was lucky to \ave a family 
of economic resources, and a child's devel opme nt jhould not be 
left as a privilege for children of income and educated parents. 
As for the t'nderdowns, instead o - zing in a far aw->y l*nd some- 
where over the rainbow, we find ourselves a whole family living 
in North Carolina, somewhere under the rainbow, protected by 
it's promise. 
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Ms. Underdown. This is Matthew Stevei, Underdown. 
Chairman Owens. Welcome to the panel, Matthew, 
Thank you very much. 

Ms. Underdown. This is what Public Law 99-457 is all about. 
Chairman Owens. Thank you very much. 

We are certainly pleased to hear from all you in affirmation of 
what Public Law 99-457 has begun to do. I think you have made 
quite a number of recommendations in your statements. 

Let \ne just pause for my colleague who has just arrived. Some of 
the witnesses have people accompanying them and we were not 
able to put them all on Panel I, so we have made three panels. This 
is a panel of three sets of parents. So we are going to stop at this 
point and if you have any questions for these three sets of parents, 
we will take those questions. 

I have just one quick question: Did yuu have any problems learn- 
ing about the interver * n programs from the beginning? Was in- 
formation available to you immediately or did you have to go 
searching to find out that the programs existed? 

Ms. Thomas. Chairperson Owens, we were not directed to any 
type of early intervention program. When our son was diagnosed, 
we were just left hanging. We went out and sought services on our 
own and questioned IHS as to what was available. They did have 
the equipment at the time to test him and we were not told that 
they had the ability to contract for us to go outside. But once he 
was diagnosed, we were just left hanging and no one really told us 
what direction as vo where we could have looked for service. 

Chairman Owej**. Is it safe to say that the system was not very 
friendly to you? 

Ms. Thomas. No, it was not. 

Chairman Owens. Any other comments? 

Ms. Undurdown. We had similar comments to Ms. Thomas. We 
also searched for our own intervention. When we received informa- 
tion about early intervention and when we went to look at it, we 
were faced with long vaiting lists. Matthew has been on several 
waiting lists, one of which lasted over 18 months 

Mr. Underdown. This was in his first two ypc./s of life. 

Chairman Owens. Any other comments? 

Ms. Williams. In my case, the special education program was 
there and the staff there. When they learned about Magaline, they 
were there for me, so I didn't have any problems as these two fami- 
lies did. 

Chairman Owens. You were steered through the system to the 
proper people by the social workers? 
Ms. Wil t v\ms. Yes 

Chairmai Owens. Any quests is from any members of the panel 
this point? 

Mr. Ballenger. Yes, if I may. Mr. Chairman, I was just wonder- 
ing if an the Indian reservations, and I should probably ask Pam 
this: Is there a fair amount of prenatal care offered in the system? 
Because when you mention the number of birth defects and so, I 
was just wondering if the lack of prenatal care might have caused 
low birth rate and that sort of thing 

Ms, Dalme. Possibly, yes. There are programs there, however, 
some people don't seek the help of those programs. E'me do and 
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some don't. There are various problems. I think everyone would be 
a little bit different. 

The distance. The Indian Health Services on the Choctaw Reser- 
vation, the only service we have, is basic medical care. There are 
no specialty doctors there, so anytime there is any type of problem, 
if the mother does have diabetes or if she has seizures or any spe- 
cial kind of problem, we have to transport them to Jackson, which 
is 75 miles away, to a medical center that is basically a training 
medical center, to assist us. 

Chairman Owens. Mr. Payne. 

Mr. Payne. I just wanted to say with regard to the question 
about WIC and programs for early prenatal and infant care, I am 
just pleased to see that on yesterday the Budget Committee ap- 
proved $2-$3 million in additional funding for 1992 and that will 
increase the WIC funding to the tune of about $300 million over 
the next four to five years to finally get to full funding for WIC. 

I could appreciate the fact that only a small portion of eligible 
persons for the WIC program are being served because the Federal 
Government has not fully funded WIC. So I think that is a step in 
the right direction. I think the only way we were able to win this 
battle for full funding for WIC is because we were able to convince 
corporate leaders—and there were five top corporate leaders who 
appeared before the Budget Committee about a month ago, Bob 
Winter from Prudential Insurance Company in my district and the 
CEO of AT&T and others— who said we needed full funding for 
WIC. 

We have to really start before school, even before a child is deliv- 
ered. So, hopefully, we can see increased services all around in par- 
ticular areas which are traditionally underserved. 

Chairman Owens. Mr. Jefferson 

Mr. Jefferson. I wanted to ask a question with respect to the 
services to your Indian children. Do you know that in addition to 
dealing with the pertinent agency that provides the service would 
the person you are talking about happen to be with the Bureau of 
Indian Affairs, Indian Health Services and tribal agencies? You 
call for greater interagency coordination. 

Do you have any specific recommendations as to how that ought 
to be addressed or attempted to be addressed by this committee? 

Ms. Thomas. Major Owens, Representative Jefferson, I think a 
starting point would be going through the tribes for their input, be- 
cause I think right now a lot of the tribes would like to have input 
into the system. 

They are willing to offer their assistance. They may not be will- 
ing to offer it financially but they have ways of working it because 
they know the system. They know how we, as Indians, work with 
our special needs children. 

I think that you can get some really good insight from working 
with that local level, like the local BIA. The local BIA school has 
really done a lot. I think I have seen tremendous improvement in 
them working towards Part B out at La^na. 

Once again, I think they still need a lot of assistance literally, in 
pulling them all together. I don't know if my recommendation 
would be to work with the tribes and the Indian Health Services, 
because like I said, there are initial ones we need right now. We 
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kind of have a little more trust in the Indian Health Services. Be* 
cause of the historical interaction with the Bureau of Indian Af- 
fairs, that poses a barrier. I think if the Indian Health Service was 
maybe to initiate that, it might flow a little better. 

Chairman Owens. Thank you, 

Mr. Serrano. 

Mr, Serrano. Yes. Thank you Mr. Chairman. 

First of all, Mr. Chairman, let me thank you for your initiative 
on this hearing, and secondly apologize for being late. I was at a 
WHIPS meeting where we were dealing with votes on the budget. 

I hope my question has not been covered during the testimony. If 
it has, I apologize to you. 

Seeing all of you here together from so many different parts of 
our Country makes me wonder if there are agencies or organiza- 
tions throughout the Country, or that you may know of, that do try 
to bring parents together to share not only their experiences, but 
their needs. 

I was wondering if any of you could comment on whether there 
is outreach that you may be aware of that would involve you. Of 
course, I am going to be totally surprised when I find out that this 
is an organization. 

Ms, Underdown. In the State of North Carolina, we have 
parent-to-parent centers that reach out to families. We also do our 
central directory, the familv support network. That is another way 
of tying families together. Advocacy groups such as the Association 
for Retarded Citizens is another consumer group. 

Our State ICC has taken a stand to really involve parents in the 
decision-making process whereby we have parents and professional 
co-chairs of the council and all of our standing committees. North 
Carolina is taking strides to network parents together. 

Chairman Owens. Thank you. 

Ms, Thomas. Chairman Owens, Representative Serrano, in New 
Mexico we have an EPICS program which stands for the Education 
of Parents of Indian Children with Special Needs. That is a parent 
training organization that is national and they work specifically 
with native American families who have children with special 
needs. 

We also have Pro Parents Teaching which is another parent or- 
ganization and we do have Protection and Advocacy which is an- 
other group there in New Mexico. 

But because I think, as Indians, our needs are a little different 
and the way our communication interaction styles differ, I think 
the EPICS project has really been instrumental in getting and as- 
sisting native American parents, of special needs children in ac- 
quiring services and getting them to them. 

Mr. Serrano. So you feel that because your needs are different 
an effort has been made to reach out to you and try to bring it to- 
gether. 

Ms. Thomas. Yes. They do utilize other Indian parents who have 
gone through the service system so that we can relate. 

Mr. Sefrano. I know the Chairman obviously has and will con- 
tinue to make this observation* but I would like to join him in 
saying that it is really good for us to have parents come before the 
Congressional subcommittees and help us in our deliberations. 
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One last comment on Matthew. I noticed that amongst the many 
things that I am sure you can say are very encouraging about Mat- 
thew's development, is that the minute you held him up, he looked 
at the camera. In my profession, that is a very good sign. What we 
need to teach him now is to look at the commercial cameras at the 
same time because that is for the six o'clock news. 

Thank you. 

Chairman Owens. I want to thank all of you. I would like to 
proudly state that we have federally funded Parent Training Infor- 
mation Centers under the discretionary part of the same Act. They 
are asking for an increase in funding to provide an early interven- 
tion program. We would appreciate any information you have 
about how those Parent Training Centers work in your particular 
area or whether you know about them, et cetera. You may submit 
that information or any other comments or recommendations, in 
writing within the next ten days for the record. 

Thank you again for agreeing to testify. 

Our next panel includes officials and program personnel. Ms. 
Deborah Booth, Special Projects Manager, East Coast Migrant 
Head Start Center, Head Start Project, Chapel Hill, North Caroli- 
na; Ms. Carol Ann Baglin, Director, Infants and Toddlers Program, 
Baltimore, Maryland; Dr. Jane Wiechel, Director, Division of Early 
Childhood Education, Ohio State Department of Health, Columbus, 
Ohio. 

We have copies of the written testimony which will be entered 
into the record in its entirety. I would like for you to elaborate on 
any particular points you would like to make or discuss anything 
that you might not have included in your written testimony. 

You may proceed, Ms. Booth. 

STATEMENT OF DEBORAH BOOTH, SPECIAL PROJECTS MANAG- 
ER, EAST COAST MIGRANT HEAD START PROJECT, ARLINGTON, 
VIRGINIA 

Ms. Booth. Good Morning. I am Deborah Booth, Special Projects 
Manager with East Coast Migrant Head Start Project, whose ad- 
ministrative offices are in Arlington, Virginia. 

I am pleased to be able to testify today on behalf of the East 
Coast Migrant Head Start Project and Migrant Children and Fami- 
lies. 

Our project has been providing continuity of Head Start services 
since 1974 for children from birth to five years of age in 12 States 
along the East coast of the United States from Maine to Florida. 
Services are provided by contracting with agencies in local commu- 
nities. We presently have 21 contractual arrangements with dele- 
gate agencies and the East Coast Migrant Head Start Project, Flor- 
ida Branch. 

Children qualify for this program if their families meet the Head 
Start income guidelines and if their families have travelled in the 
past twelve months for the purposes of agricultural work. Current- 
ly, we are annually serving 5,600 children; two-thirds of these chil- 
dren are younger than the age of three. 

In the program year 1989-90, East Coast Migrant Head Start 
Project served 227 infants and toddlers and 203 preschool age chil- 
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dren diagnosed with disabilities, according to the Head Start diag- 
nostic criteria. 

We are eager that Part H of Public Law 99-457 be reauthorized. 
One of the primary strengths of the Law is the requirement for pa* 
rental involvement. Migrant families have frequently not been rec- 
ognized as essential participants in the development of their chil- 
dren as it relates to the child's disability, diagnosis and treatment. 

Mobility, isolated living conditions, language and diverse cultures 
establish barriers that are not easily overcome without the support 
of a law mandating their parents participation. It is especially cru- 
cial for our families since they must secure sources in different 
places in different systems, that they become empowered and inde- 
pendent to assure continuity of the services for their children. 

We are most concerned about how States will assure access to ap- 
propriate services for migrant infants and toddlers and their fami- 
lies. Part H planning by States needs to systematically address the 
barriers created by migrant families' mobility, poverty, isolated 
living conditions and language and cultural differences. Concerns 
related to the reauthorization of Part H are as follows: 

Our first concern is the State definition of "developmen tally de- 
layed" and "at risk." Under the current legislation, States may de- 
velop their own definitions. This sets up the potential for a migrant 
child to qualify for services in Florida, but be unable to secure serv- 
ices in, for instance, North Carolina. In this situation, the child 
could possibly be without services from March until November of 
each year while the family was in North Carolina. 

Virginia, a three-year-old attending one of our Florida centers, 
has ataxia which causes her severe balance problems and gross 
motor delays. Virginia's family moves to Georgia, North and South 
Carolina during the summers to do short crop work. Virginia's 
mother is currently having to drive back to Florida throughout the 
summer to secure services for her child. 

We recommend that an amendment to the law needs to be devel- 
oped that would provide basic standard definitions for "develop- 
mentallv delayed" and "at risk." 

We also would recommend that financial incentives be incorpo- 
rated to assist States in serving children at risk. 

Our second area of concern is meeting the needs of culturally di- 
verse children and their families. The children in our project are 
represented by a various and wide range of different cultures. This 
poses several problems for the families in securing appropriate 
services. 

There is a severe shortage of bilingual and culturally sensitive 
diagnosticians, therapists and service providers. The Child Find 
and public awareness activities are not reaching the migrant popu- 
lation. Announcements and materials are usually in English and at 
a high literacy level. Many community agencies are not only not 
actively seeking to search out migrant children, but some are even 
refusing to do so. 

Our primary recommendations in this area are that migrant 
families and advocates be included on all levels at the Federal, 
State and local levels of the Interagency Coordinating Councils and 
that migrant families be included at all levels of Part H planning. 
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We also would recommend that incentives are provided in the 
personnel preparation and demonstration grants to recruit people 
from the cultural groups represented by the migrant population. 

Our final concern is the timely delivery of services. Because of 
the mobility of the migrant families, the timely delivery of services 
is crucial. There are several factors involved in this issue. 

It is not unusual for families to have to wait three to six months 
for appointments for diagnostic evaluations. This means that the 
family will probably have left the area before an appointment can 
be scheduled. As the family moves from place to place, this prob- 
lem may be repeated again and again. A child may go for over a 
twelve-month period without ever having received an evaluation or 
services. 

Migrant children are not given priority because they will not be 
in the area for long-term follow-up care. It is easier for agencies to 
assume that the children and families can receive services else- 
where. It is easier to let it become someone else's problem. 

An example of what currently happens to migrant children is 
Jose, an eight-month-old with developmental delays in all areas of 
development. He was referred for diagnostic evaluation on Febru- 
ary 19th. 

The evaluation was scheduled for March 7th. On March 6th, the 
evaluation center contacted the center's staff and the family to 
inform them that they were canceling the evaluation. The reason 
that they gave the family and staff was that since Jose's family 
was moving to Texas in April, he could just wait and get the eval- 
uation there or they could wait until they returned back to the 
area in the Fall. 

Our primary recommendations in this area are that in order to 
ensure that migrant children and their families receive services in 
a timely manner, we urge that the requirements for referral within 
two days of identification and completion of the diagnostic evalua- 
tion and the IFSP process within the forty-five days time limit 
being maintained in the legislation. States should have to develop 
and implement a plan for enforcing these time lines. 

In conclusion, I would like to say that the East Coast Migrant 
Head Start Project values highly the results of early intervention. 
We urge that not only Part H of Public Law 99-457 be reauthor- 
ized, but that these recommendations be incorporated into the law. 
This will enable the needs of the migrant children witn disabilities 
and their families to be met, as they move working in agriculture, 
providing food for our tables. 

On behalf of East 'toast Migrant Head Start Project and migrant 
children c^d families, I wish to thank you for your concern for 
children with special needs and thank you for the opportunity to 
testify today. 

[The prepared statement of Deborah Booth follows:] 
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SUBCOMMITTEE ON SELECT EDUCATION 



HEARING ON REAUTHORIZATION OF PART II OF PL 99-457 



April U 9 1991 



Testimony of East Coast Migrant Head Start Project 



I am Deborah Booth, Special Projects Manager at East Coast Migrant 
Head Start Project in Arlington, Virginia. I am pleased to have this opportunity 
to testify on behalf of East Coast Migrant Hpad Start Project and migrant children 
and families. 

East Coast Migrant Head Start Project has been providing continuity of 
Head Start services to migrant children, ages birth to five years, and their families 
since 1974 in twelve states on the east coast of the United States from Florida to 
Maine. Services are provided by contracting with agencies in local communities 
who have the capability, interest and dedication to provide quality Head Start 
services to migrant children and their families. There are presently twenty-one 
contractual agreements with these local agencies and the ECMHSP Florida 
Branch. Children qualify for the program if their families meet the Head Start 
income guidelines and if they have travelled during the past twelve months for the 
purposes of agricultural work. At the present time approximately 5,600 children 
are served annually; two thirds of those children are younger than three years of 
age. 



EMC 




39 



In tlit: program ye* 1989/90, KCMHSP served 227 infants and toddlers and 
203 preschool age children diagnosed with disabilities, according to the Head Start 
diagnostic criteria: 



piagnostic Category 



Numbers of Children 



Blind 

Visually Impaired 
Deaf 

Hearing Impaired 

Physically Impaired 

Speech Impaired 

Health Impaired 
Includes: 

* developmental^ delayed 
(prematurity failure to thrive) 

* epilepsy 

* severe asthma/chronic upper 
respiratory infections 

* blood disorders 

(ie. sickle cell, leukemia) 

* cancer 

* Neurological disorders 

* severe cardiac conditions 

* autism 

* renal failure/kidney conditions 
Mental Retardation 

Serious Emotional Disturbance 
Learning Disabled 



1 

19 
1 

39 
64 
48 
220 



11 
20 
7 
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ECMHSP is eager that Part H of Public Uw 99457 he reauthorized. One 
of the primary strengths of the Law is the requirement for parental involvement. 
In Part H, the required focus on the use of the family's resources, priorities and 
concerns for the development of the child's Individualized Family Service Plan 
(IPSP), the requirements for parental involvement at all stages of service delivery 
and decision-making, and the requirements for parent training and counseling as 
allowable costs arc all of primary importance. Migrant families have frequently not 
been recognized as essential participants in the development of their children as it 
relates to the child's disability, diagnosis and treatment. Mobility, isolated living 
conditions, language and diverse cultures establish barriers that are not easily 
overcome without the support of a law mandating their participation. It is 
especially crucial for our families since they must secure services in different 
places, with different systems, that they become empowered and independent to 
assure continuity of cure and services for their children. 

The experience of East Coast Migrant Head Start Project reveals that early 
intervention with diagnosis and care in those first three years, together with active 
participation of the family in the process, significantly improves the child's 
potential development and develops understanding and cooperation of the family. 
The family then becomes the advocate and a prime source for accessing the 
deljvety of services. 

The Part H early intervention program represents a new federal focus and 
commitment to infants and toddlers with disabilities. It is also requiring that states 
develop family-driven service delivery systems. 

East Coast Migrant Head Start Project is most concerned about how states 
will assure access to appropriate services for migrant infants and toddlers and 
their families. Part H planning by states needs to systematically address the 
barriers created by migrant families' mobility, poverty, geographic isolation, and 
language and cultural diffe rences. Concerns related to the reauthorization of Part 
H are as follows: 

A. State definitions of "developmental^ delayed" and "at risk" . Under 
the current legislation, states may develop their own definitions fur 
"developmentally delayed" and "at risk". Therefore, migrant children 
may qualify in one state, then when the family relocates to a 
different geographic area to work in the crops, the child may not 
qualify. A child may he diagnosed in Florida, move to North 
Carolina and need follow-up care. If the child does not meet North 
Carolina's definitions, then the child could go without services from 
March until November, when the child returns to Florida. This 
would clearly be detrimental to the child's developmental progress 
and an untenable position for the parents. 
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Virginia, a three year old attending one of our Florida centers, has 
ataxia which causes her severe balance problems and gross motor^ 
delays. She has broken the same arm twice due to falls. Virginia's 
family moves to Georgia, South and North Carolina during the 
summers to do short crop work. Virginia's mother has to drive back 
to Florida for follow-up appointments throughout the summer or 
wait until they return to Florida in the fall in order to secure services 
for Virginia. 

R ^nmmendatUms 

1. Ail amendment to the law needs to be developed that would 
provide basic standard definitions for "developmental^ 
delayed" and "at risk". 

2. Incorporate financial incentives to the states to exercise their 
option to serve "at risk" infants and toddlers, which would 
also include environmental and biological risk factors. 

B. Meeting the needs of ca > " «mll y diverse children and families, 

There are several issues of major concern in this area. The children 
in our project are from diverse cultural backgrounds: Mexican, 
Haitian, Guatemalan, Puerto Rican, Afro- American, etc. This poses 
several problems for the families in securing appropriate services, 

1. There is a severe shortage of bilingual diagnosticians, 
therapists and service providers. Non-discriminatory 
assessment and culturally sensitive service delivery is 
extremely difficult to achieve. 

2. Agencies frequently will not provide translators and 
sometimes refuse to see the child and family unless the family 
can bring an translator with them. Families have reported 
that they have been unable to secure services because of this. 

3. There is widespread unavailability of culturally sensitive 
service providers. For example, Andre, a one year old 
Guatemalan child, cannot sit or crawl independently. His 
pediatrician told his mother that the reason he was not sitting 
or crawling was because he was lazy since she had carried 
him around in a back pouch. He refused to refer the child 
for services or further diagnostic evaluation. 

4. Migrant parents are not included in the planning of Part 11 
services at the federal, state or local levels. 
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5. Child Find and public awareness activities are not 

reaching the migrant population. Announcements and 
materials are usually in English and require a high 
level of literacy. Many community agencies not only 
are not actively seeking out the migrant children with 
disabilities, but some refuse or put off serving the 
children. The family then moves to another location 
and begins the battle to secure services for their child 
again. 

Recommendations 

L Include in the Statement of Assurances that the states 
will include migrant parents and migrant service 
providers and advocates in Part H planning. 

2. Include in the policies and practices; 

a. Agencies should recruit and hire bilingual staff. 

b. Interpreters should be provided by the service 
agency at no cost to the family. 

c. Assessment tools should be evaluated before 
they are used for cultural appropriateness. 

d. States should include training in cultural issues 
in their personnel preparation and Part H 
training. 

c. Child Find agencies should actively seek to 
serve migrant children and should include 
migrant parents and advocates in their planning 
of strategies to identify and serve migrant 
children. 

f. Interagency Coordinating Councils at the 
federal, state and locul level should include 
migrant parents and advocates. 

3. Provide incentives in the personnel preparation and 
demonstration grants to recruit people from the 
cultural groups represented in the migrant population 
and include migrant parents and advocates on advisory 
and planning boards. 
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C Timely delivery of services. Because of the mobility of migrant 

children and their families, the timely delivery of services is crucial. 
There are several factors involved in this issue. 



1. It is not unusual for families to have to wait three to six 
mouths for appointments for diagnostic evaluation, This 
means that the families will probably have left the area 
before an appointment is available. As the family moves, this 
situation can be repeated again and again; a twelve month 
period can pass without a diagnosis or service plan for the 
child. The reasons given for this delay are a lack of enough 
diagnosticians experienced in infant and toddler assessment 
and too few diagnosticians for overloaded systems. 

2. Migrant children are not given priority because they will not 
be in the area for long-term follow-up. It is easier for 
agencies to assume the child can receive services elsewhere. 
It becomes "someone else's problem". 

An example of what currently happens to migrant children is 
as follows. Jose, an eight month old infant with 
developmental delays in all areas of development, was 
referred for diagnostic evaluation on February 19, The 
evaluation center did an intake interview with the parents and 
center staff on March 4. Jose was approved for evaluation at 
this time. His evaluation was scheduled for March 7, On 
March 6, the evaluation center notified the parents and staff 
that they were cancelling the evaluation appointment. The 
reason given was that since Jose's family was migrating in 
April, they would not evaluate him. The parents were told to 
have the child evaluated in Texas or wait until the fall when 
they would return to the area, It will be months before Jose 
receives any services. His parents will have to continue to 
bear the worry and concern of not knowing why Jose is not 
developing nuimally and will not be provided with training in 
how to assist him develop. 
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3. Due to agencies' high caseloads and lack of staff, it may take 
several months to obtain reports and recommendations from 
diagnosticians and other service providers. 



1, In order to ensure that migrant children and their 
families receive services in a timely manner, we urge 
that the requirements for referral within two days of 
identification and completion of diagnostic evaluations 
and IFSP development within forty-five days of the 
referral be kept in the legislation. States should have 
to develop and implement a plan for enforcing these 
timelines. 

2. To address the severe shortages of appropriately 
trained diagnosticians and service providers, states 
should be monetarily and programmatically facilitated 
to develop comprehensive, culturally sensitive in- 
service and pre-service training programs for 
professionals and paraprofessionals at the local and 
state levels. University personnel preparation 
programs should be adequately funded. 



In addition to the issues and recommendations presented here related to 
migrant children and their families, East Coast Migrant Head Start Project 
supports the recommendations of The International Division for Early Childhood 
of the Council for Exceptional Children. 

In conclusion, I would like to say that we at East Coast Migrant Head Start 
Project value highly the results of early intervention. We urge that not only Part 
H of Public Law 99-457 be reauthorized, but that these recommendations be 
incorporated into the law. This will enable the needs of migrant children with 
disabilities and their families to be met, as they move working in agriculture, 
providing food for our tables. 

On behalf of East Coast Migrant Head Start Project and our migrant 
families, I thank you for your commitment to children with special needs and for 
the opportunity to share our concerns. We will be pleased to provide any further 
information or assistance on this or future issues. 




4!) 



45 



Chairman Owens, Thank you. 
Ms. Carol Ann Baglin. 

STATEMENT OF CAROL ANN BAGLIN, DIRECTOR, MARYLAND IN- 
FANTS AND TODDLERS PROGRAM, GOVERNORS OFFICE FOR 
CHILDREN, YOUTH AND FAMILIES 

Ms. Baglin. Good Morning. My name is Carol Ann Baglin and I 
am the Director of the Maryland Infants and Toddlers Program 
with the Governor's Office for Children, Youth and Families. 

As a birth mandate State, Maryland has evidenced a long history 
of commitment and services to infants and toddlers. We were one 
of only a few States with State regulations which required special 
education services to all handicapped children from birth. We have 
enthusiastically embraced this new legislative initiative because of 
its broader commitment and its coordinated interagency early 
intervention on behalf of infants and their families. 

The comprehensive and family-centered nature of this legislation 
has necessitated certain variations from the previously existing 
educational model of services, including an expanded eligibility 
without specific identification or labeling of the handicapped; ex- 
panded services to support the family and include a case manage- 
ment function; tracking and data collection with a single point of 
entry for all services for infants and toddlers; and transition plan 
for appropriate programs for three-year-olds. 

Funding alternatives is very important. A m^jor factor within 
the system of special education in Maryland is that the State De- 
partment of Education and the local education agencies have been 
required to provide free and appropriate education programs via 
funding of Public Law 94-142 and State and educational funds. 
Under Part H these costs are to be assigned as a part of a financial 
responsibility to the appropriate agency. 

Additionally, the services are to be provided via a combination of 
resources within the State including local and State contribution, 
Federal sources, private insurance payments and as appropriate, a 
sliding fee scale. Most importantly, agreements must be developed 
between the agencies that clearly delineate the financial responsi- 
bility for the variety of services available for children and their 
families. 

Legislation was enacted in 1990 by the Maryland General Assem- 
bly which established the Interagency Coordinating Council at the 
State level and the Infants and Toddlers Program within the Mary- 
land Statute. It also included the designation of the lead agency 
functions to the Governor's Office for Children, Youth and Fami- 
lies. It did not provide funding. 

The support and influence of the Governor's Office is critical, 
however, in soliciting the cooperation and support of multiple State 
agencies and programs. The attempts to administer programs 
within peer agencies with them providing leadership, administra- 
tion, supervision and dispute resolutions is extremely time consum- 
ing, frequently counterproductive and misleading. The major 
thrust of our State interagency efforts in Maryland has been to 
provide direction under a broader effort and to develop policies and 
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procedures which will be directed towards community-based plan- 
ning. 

Maryland is about to enter its fifth year. In August of 1988, we 
developed specific components of our State plan through model 
demonstration projects, in nine of our counties. These projects fo- 
cused on the development of the interagency agreements, the as- 
signment of financial responsibility, models of case management 
and the development of a State form for the individualized family 
service plan. Each Project was permitted to identify their own lead 
agency and to organize themselves in their own manner to reflect 
their community-based service system. 

Five had locai health departments as their lead agency, two se- 
lected education and one had a private/non-profit corporation. 
Most of these projects were able to identify and provide services 
from their existing resources. However, funding gaps exist in the 
areas of transportation, respite care, occupational therapy and case 
management. 

In 1989, all 24 local jurisdictions in Maryland were provided with 
Part H funding for purposes of planning their local system. In Oc- 
tober, 1990, all local jurisdictions within our State were also provid- 
ed funds to develop an individualized family service plan and to 
provide case management services. 

We are planning in July of 1991 that we will complete the 
system of the earJy intervention system in the State. 

Maryland has limited definition of their population to the devel- 
opmentally delayed. The estimate at full implementation if each el- 
igible infant and toddler was to be locatod, identified and provided 
services, is that approximately 4,000 infants and toddlers and their 
families would be served. In our recent most reliable count, we re- 
corded that approximately 3,200 infants and toddlers had individ- 
ualized family service plans. 

The State is in the process of piloting an at-risk initiative in 
order to identify the utilization rates of our estimated 29,000 at- 
risk infants and toddlers. 

The Maryland State Interagency Coordinating Council meets 
monthly. The general public is invited and our participants are 
generally over 100. The public interest has been very great in spite 
of the number of physical relocations and reorganizations at the 
State level. 

We also have developed the Maryland Family Support Network * 
which provides support to the parents and literature that is target- 
ed to parents of the local Community. 

In analyzing our four years of experience in implementing the 
provisions of Part H, we have identified the following issues that I 
'ould like to bring to your attention. 

Funding. The planning and implementation efforts for this pro- 
gram have gone forward in Maryland with the dual purpose of de- 
veloping an effective program of early intervention services and 
recognizing the fiscal realities of the late 1980s. Many of the eligi- 
ble children are already receiving services in some form from a 
public or private agency. In many instances, prior to the implemen- 
tation of Part H, these services were provided in a vacuum, inde- 
pendent and unrelated to other services being provided throughout 
the system. The functional mandate of this program is to provide 
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for coordinated services with both the service and financial respon- 
sibilities assigned to the appropriate agencies. 

All of these early intervention services are being provided to the 
children and their families in an attempt to prevent more costly 
and expensive services later in their life. An effective program in 
the 1990s will produce savings in both institutional and out of 
State placement costs in the next century. 

An analysis of the identified Federal funding sources in the Act 
indicates that many of these do not directly provide services to in- 
fants; or the States, by the State plan application, may limit the 
inclusion of infants in their service populations. 

In addition, not all of the funding sources are equally available 
to each State. Case management is essentially an unfunded service. 
There are insufficient Part H dollars available to use for case man- 
agement and few other programs provide case management serv- 
ices across the board to infants and toddlers. 

My recommendations are that funding be increased for case 
management and be made available to cover other gap services; 
that there by incentive funding for States that are prepared to take 
the plunge and enter the fifth year of this program; that you link 
the availability of other identified funding sources to the require- 
ment that they implement Part H; that you continue census basis 
for funding since universal screening is essential to adequately 
identify birth to three year olds, who may be developmental^ de- 
layed, have an established condition or may be at risk; that you 
continue access to Chapter 1 funds based on the child count; that 
you medicaid all early intervention services for birth to three year 
olds; that you increase appropriation levels as incentives to States, 
so that they continue to participate and then link some of that 
access funding to State match; and that you modify the require- 
ment that States providing services prior to 1986 must provide 
these same services at no cost to the current expanded Part H eli- 
gible population. 

Authority of the Case Manager. Case managers have well defined 
functions, responsibilities, and activities, both in the actions and 
regulations With families receiving comprehensive and multi- 
agency services, these additional responsibilities are burdensome to 
personnel who are providing the direct services. 

Dedicated case managers may be a more appropriate selection as 
the case manager. However, existing language vvnich requires that 
the case manager be from the profession most immediately rele- 
vant to the infant's and toddler's or family's needs restricts the 
types of personnel who can function in this capacity. 

In addition, the case manager has a great many designated re- 
sponsibilities with no corresponding authority to ensure the imple- 
mentation of such an interagency plan. 

My recommendation is to expand the options for the types of per- 
sonnel that can function as case managers and to clarify the au- 
thority of the case manager and the role and relationship of the 
lead agency to the case manager. 

In the area of definition. Part B of the definition "have a diag- 
nosed physical or mental condition—" 

Chairman Owens. Ms. Baglin, could you just, because of the time 
problem, limit yourself to those recommendations. 
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Ms. Baglin. Okay. 

That you delineate the criteria for high probability more specifi- 
cally or provide additional examples and that you have a differenti- 
ated entitlement for at-risk populations; that you include family 
preservation services, not just services for the family that directly 
relate to the developmental needs of the child; that you link family 
services to Title XIX and other specific funding to families without 
regard to their income eligibility. 

In the area of transition at age three: that you fund additional 
Head Start for three years to ensure a continuum of programming 
and that you target the child care block grant money to create in- 
centives for early intervention services to be provided within child 
care settings. 

That you require a coordinated system of policies and services 
and funding for early intervention services from birth to mandato- 
ry school age. 

Lastly, I would like say that I think this program has a wide 
range of hope of us being able to improve some of the dismal statis- 
tics not just in the area of drop-out or teen pregnancy, drug-ex- 
posed infants, its a tremendous opportunity for the States and it 
would be easier if we had some changes. 

[The prepared statement of Carol Ann Baglin follows:] 
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REAUTHORIZATION ON THE EARLY INTERVENTION 

PROGRAM 

'There is nothing more difficult to take in hand, 
more perilous to conduct, or more uncertain in its 
success than to take the lead in the introduction of 

a new Order Of things/ 1 Jean-Jacques Rousseau 

P L 99-457 launched an ambitious mandate for unprecedented interagency 
collaboration in the delivery of early intervention services. Maryland welcomes 
this opportunity to testify on the reauthorization of P.L. 99-457. We have 
enthusiastically embraced this legislative commitment to early intervention on 
behalf of infants and toddlers and their families. As a Birth Mandate State, 
Maryland has evidenced a long history of special education services to infants and 
toddlers and was one of only a few States with regulations which required special 
education services to all handicapped children from birth through age twenty. 
P L 99-467 has provided Maryland the opportunity for planning the enhancement 
of this educational model through systematic integration of health, education, 
and social services and the fiuaDfii^ of the statewide systemof early intervention 
services for eligible infants and toddlers and their families. The Maryland 
Infants and Toddlers Program initiative formalizes the commitment at the state 
policy level to the importance of a continuum of prevention and early intervention 
services. 

BACKGROUND 

Prior to the passage of P.L. 94-142 Maryland provided limited early intervention 
services through targeted public programs, private organizations, and parent 
associations. Access to early intervention services was limited by geographic 
location, ability to pay, and the severity of the handicap. Parents began to 
challenge the practices that excluded handicapped children, and through a 
consent decree and State Board Resolution in 1974 and 1976, special education 
services were required to be provided from as soon as the child could benefit 
These were phased in so that beginning in SFY '81, all handicapped children 
birth through age twenty-one were eligible to receive special education and 
related services in Maryland. 

P.L 99-457, Part H, enacted in 1986, provided Maryland with a phase-in period to 
enhance and expand this statewide system of interagency services for 
developmentally delayed infants and toddlers and their families. The 
comprehensive and family-centered nature of this legislation necessitated certain 
variations from the existing educational model of services, including: 
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•EXPANDED ELIGIBILITY REQUIREMENTS The eligibility 
definition, requiring the identification of a specific handicapping 
condition, was expanded to include those who are experiencing 
developmental delays, or have diagnosed conditions which have a 
high probability of resulting in developmental delay and at the states 
discretion, individuals who are at risk of having substantial 
developmental delay. 

•EXPANDED SERVICES An infant and toddler could be eligible for 
any one or more of the prevention and early intervention services 
through the health department, education, and social services, 
independent of a need for 'special education services" or "special 
instruction." The family also became eligible for services depending 
on their needs assessment related to the child. The case 
management function to provide interagency coordination of the 
individualized family service plan expanded access and provided a 
model for the family to negotiate the system of services on behalf of 
their child and family. 

Finally this program moves away from the emphasis that all 
services be provided within the framework of the educational system 
by requiring interagency delivery of early intervention services. This 
approach includes and supplements many of the services provided by 
education, as well as the services provided by health and social 
services. Services are to be coordinated by the case manager under 
the individualized family service plan (IFSP). 

• TRACKING Statewide, interagency tracking and data collection 
are important components in the implementation of P.L. 99-457. 
This is being viewed as a single point of entry system for all services 
for infants and toddlers, birth through age three. The purpose of the 
tracking system is the early identification of the developmental 
problems of these infants and linkage with services to meet their 
needs and the needs of their families. The program will assist 
parents to have access to and contact with services, primarily 
through the implementation of ?he tracking system and the case 
management model. It will also provide important aggregate data 
for reporting and planning purposes related to this population (birth 
to three year olds), and establish a statewide, interagency system of 
data collection for infants and toddlers in order to plan and improve 
services in a systematic way. 

• TRANSITIONING A plan for each eligible infant and toddler was 
required to be developed for transitioning to appropriate programs 
for three to five year olds. 

•FUNDING A major factor within the system of special education in 
Maryland is that the Maryland State Department of Education and 
the local education agencies are required to provide free and 
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appropriate education programs. This cost has been born primarily 
via the funding provided by P.L. 94-142 and state and local funds. 
Under P.L. 99-45? for birth to three year olds, these costs are to be 
assigned as a part of the financial responsibility to the appropriate 
agency. Additionally the services are to be provided via a 
combination of available resources within the State including local 
contribution, state contribution, other Federal sources such as 
Medicaid, private insurance payments, and a sliding scale family 
contribution, More importantly, agreements must be developed 
between the agencies that clearly delineate the financial 
responsibility for the variety of services available to young children 
and their families, 



nVRRVTOW OF IMPT JTMENTATIOX 

P.L. 99-457 has provided Maryland with a unique opportunity for planning, 
developing, and implementing our statewide comprehensive, coordinated system 
of early intervention services. On October 25, 1988 Governor William Donald 
Schat or signed Executive Order 01.01.1988.15, which established Maryland's 
Infants and Toddlers Program. The Subcabinet for Children and Youth, through 
Executive Order 01.01.1989.12, monitors the Infants and Toddlers Program to 
insure interagency coordination and delivery of early intervention services. 
Legislation was enacted by the 1990 Maryland General Assembly which 
established the Interagency Coordinating Council and the Infants and Toddlers 
Program in Maryland Statute, Article 49D, including the designation of the Lead 
Agency Amotions to the Governor's Office for Children, Youth, and Families. 

The Maryland Infants and Toddlers Program has the overall planning, 
administration, and supervision responsibilities for Part H of the 1986 
Amendments to the Individuals with Disabilities Education Act. Planning efforts 
have been underway since 1987, with statewide implementation beginning on 
October 1, 1990. Specific features of Maryland's system include 'single point of 
entry, •trans-agency case management, 'services oriented to the child in the 
context of the family, 'services delivered within community-based systems, and 
•services financed through a combination of public/private payments. 

State attention has recently been focused on the needs of overlapping groups of 
children and the need for a coordinated service continuum for these children and 
their families. This legislation enacted policies which are consistent with 
meaningful changes in how Maryland's professionals, paraprofessionals, private 
providers, and agencies deliver services - the merging of resources, the 
involvement of the family, and the coordination of the delivery of services both i x 
the public and private sector. 

The greatest challenge of this program for Maryland is to provide an integrated 
system of the many existing public and private services and resources for infants 
and toddlers and their families who are in need of a continuum of prevention and 
early intervention services. State interagency efforts, through the Subcabinet for 
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Children, Youth, and Families, have provided direction for the coordination of 
early intervention services. 

The support and influence of the Governor's Office for Children, Youth, and 
Families is critical in soliciting the cooperation and support of the multiple state 
agencies and programs. Attempts to administer programs with peer agencies 
providing leadership, administration, supervision, and dispute resolution are 
time consuming, frequently counter productive, and misleading. Agencies in 
Maryland at the state and local level are competing for the same fixed resources, 
both dollar and human. There has been some reluctance to support a new 
initiative which will be competing for the same resources. The mqjor thrust of 
our state interagency efforts has been to provide direction for the coordination of 
early intervention services, to enhance the current systems, and to maximize 
funding opportunities in all sectors. The State in a much broader effort has been 
trying to develop policies and procedures to facilitate and enable community-based 
planning. 

The outcomes of this early intervention system include the statewide organization 
of services for these infants and toddlers and their families using combinations of 
existing services, family outreach, innovative funding patterns, and as needed 
specialized services to be utilized to fill the gaps in the service delivery system, in 
order to enhance the capacity of families to meet the needs of their children. 
Accomplishing the objectives of P.L. 99-457 is dependent upon the extent to which 
local jurisdictions can develop their own capacity to implement integrated 
community based service delivery systems. 



IMPT .^MENTATION 

The Maryland Infants and Toddlers Program, in conjunction with the 
Interagency Coordinating Council, and the Maryland State Department of 
Education, the Department of Health and Mental Hygiene, and the Department of 
Human Resources, began in August of 1988 to develop specific components of the 
state plan requirements through Model Demonstration Projects in nine counties. 
These Projects focused on the development of interagency agreements, 
assignment of financial responsibility, models of case management, and the 
development of the Individualized Family Service Plan. Each Project was 
permitted to identify their own lead agency and to organize themselves to reflect 
their community based services. The results were remarkably successful in 8 out 
the nine jurisdictions. S had health as their lead, two selected education, and one 
had a private/non-profit. Most of the projects were able to identify and provide 
services from existing resources. The local funding gaps and resources parallel 
what we identified at the state level, respite care, specialized day care, and family 
counseling. Funding gaps exist in the areas of transportation, respite care, OT, 
and case management. 

In 1989, all local jurisdictions were provided funding for planning their local 
interagency system. Nineteen Local Planning Grants (24 local jurisdictions), the 
Case Management Coordination Initiative in conjunction with the Casey Project, 
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and the Tracking and Data Collection System (19 local jurisdictions) participating 
in direct grants for the approved specific purpose of developing the model 
components at the local level, These components included the development of the 
Individualized Family Service Plan (IFSP), including the process for 
multidisdplinary evaluations and assessments of the child and the needs and 
strengths assessment of the family; the role and description of the case manager; 
design of agreements between participating agencies; process and models for 
assignment of financial responsibility; and an integrated interagency data system 
to track infants and toddlers with developmental delay or at-risk of delay, and 
their families. 

In October of 1990, all local jurisdictions within the State oi Maryland were 
provided funds to develop an individualized family service plan for each eligible 
infant and toddler and their family, and to provide case management services. 
In July, 1991 the coordinated interagency system of early intervention services 
will be fully implemented statewide. 

EUfimiJiroPMATTON 

Maryland has limited their population, by definition, to the developmentally 
delayed. Each state has the discretion to target services to the at-risk infant and 
toddler, in addition to the developmentally delayed population. Some states are 
including some, if not all, of the biologically and environmentally at-risk 
populations. 

The national average for developmentally delayed in this age range is estimated to 
be 2.0% of the total birth to 3 population. Applying this average to Maryland's 
population, the estimate at fiul implementation, if each eligible infant or toddler 
was to be located, identified, and provided services, is that approximately 4,000 
developmentally delayed infants and toddlers and their families would be served. 
On February 1, 1991 the local jurisdictions reported that they were currently 
providing early intervention services through individualized family service plans 
to approximately 3,200 developmentally delayed infants and toddlers. 



MARYLAND INTEILlftFNCV mnRnTKATTTCO COUNCIL 

The Maryland State Interagency Coordinating Council meets monthly. The 
general public is invited to each meeting and given the opportunity for input and 
discussion. The attendance at the State ICC averages between 80 to 100 
participants per month. The public interest has remained consistent inspite of a 
number of physical relocations, change in meeting hours, and reorientation of 
objectives by the ICC. The ICC takes its role of advice and assistance seriously 
and has begun to assume the leadership necessary to become a force in developing 
the statewide early intervention system. Local Interagency Coordinating Councils 
provide assistance to the local lead agencies and meet regularly with the State 
ICC. 
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FAMILY SUPPORT NETWORK 

THE MARYLAND FAMILY SUPPORT NETWORK is comprised of families of 
children with special needs who live in all regions of the State. The primary 
purpose of this organization is to provide the "FAMILY PERSPECTIVE" to the 
Maryland Infants and Toddlers Program and the State Interagency Coordinating 
Council in the planning, implementation, and ongoing activities of Public Law 99- 
457, Part H. The main objective of the Family Support Network is to increase the 
scope, intensity of awareness, and knowledge of Public Law 99-457, Part H by 
families on a statewide basis. This is achieved through: the provision of technical 
assistance, information, and support to develop Family- to- Family Networks on 
local levels that will enhance family capabilities in building partnerships for 
policy and program development; information and support to enhance family 
skills in the identification, accessing, and utilization of resources and supports; 
and issue workshops to obtain family input for policy and program development. 

The Family Support Network was more formally defined and expanded with the 
hiring of a Family Coordinator by the Infant and Toddler Program. A video was 
created from the March 1989 conference "Building Family Strengths," for use in 
family and professional training. The first edition of the Family Support 
Newsletter was mailed July 1989. A Family Strengths and Needs Task Force was 
organized to develop, the Guiding Principles for Identifying "Families Strengths 
and Needs. ' 

Through the Mentorship Program members of the Maryland Family Support 
Network meet with newly appointed Interagency Coordinating Council Parent 
Representatives in order to familiarize them with procedures and ongoing 
activities related to P.L. 99-457 Part H. Assistance through home visits, reference 
materials, informative presentations, consultations, and ongoing technical 
assistance will bo provided. This program is available to all parent 
representatives at both the State and Local level. 



SIGNIFICANT ISSUES AND RECOMMENDATIONS: 

• FUNDING 

Issue: The planning and implementation efforts for this program have 
gone forward with the dual purpose of developing an effective program of 
early intervention services for infants and toddlers and recognizing the 
fiscal realities of the late 1980s. Many of the eligible children are already 
receiving services in some form from the public or private agencies. In 
many instances prior to the implementation of P.L. 99-457, these services 
were being provided in a vacuum, independent and unrelated to services 
being provided elsewhere in the system. The functional mandate of this 
program is to provide for coordinated services with both the service and 
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financial responsibilities assigned to the appropriate agency. All of these 
early intervention services are being provided to the eligible child and their 
family in the attempt to prevent more extensive and costly services later in 
life. An effective program in the 1990*8 will produce savings in both 
institutional and out of state placement costs in the next century. 

An analysis of identified funding sources in the Act indicates that many of 
these do not directly provide services to infants and toddlers or may by State 
Plan Application limit the inclusion of infants in their service populations. 
In addition not all of the funding sources are equally available to each state. 
Case management is essentially an unfunded requirement. There are 
insufficient Part H dollars available to use for case management and few 
other programs provide case management services across the board to 
infants and toddlers and their families. 

Recommendations: 

^Increased ftinding available for case management and other gap 
services 

VCreate incentive fUnding for states entering Year 5 
VLink the availability of other related funding sources to 

implementation of Part H 
^Continue census basis for funding since universal screening is 

essential to adequately identify birth to three year olds, who 

may be developmentally delayed, have an established 

condition, or who may be at risk 
^Continue access to Chapter 1 funds based on the child count 
Vlnclude priority language for infants and toddlers in federally 

identified funding sources 
^Medicaid all early intervention services for birth to three year 

olds without regard to income limits 
^Increase appropriation levels as incentives to states to continue to 

participate and progressively link access to a state matching 

dollar % 

VModify the requirement that states providing services prior to 
1986 must provide these same services at no cost to current 
expanded Part H eligible population 

• AUTHORITY OP THE CASE MANAGER 

Issue: Case managers have well defined functions, responsibilities, and 
activities. With families receiving comprehensive and multiagency 
services theseadditional responsibilities are burdensome to personnel who 
are also providing the services. Dedicated case managers may be a more 
appropriate selection as the case manager. Existing language which 
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requires that the case manager be from the profession most immediately 
relevant to the infant's and toddler's or family's needs restricts the types of 
personnel who can function in this capacity. In addition, the case manager 
has designated responsibility but no corresponding authority to ensure the 
implementation of an interagency individualised family service plan. 

ReOtMMIIICPdBttolDS 

VExpand the options for the types of personnel that can function as 

case managers 
VClarify the authority of the case manager and the role and 

relationship of the lead agency to the case manager 

• DEFINITION 

Issue: Part B, §672(1) of the definition, "have a diagnosed physical or 
mental condition which has a high probability" does not provide sufficient 
guidance to states for implementation. Some states have developed a 
laundry list of conditions which may or may not have "high probability." 
Others are using multiplicity of factors or conditions as a decision making 
component. 

The issue of services to at-risk infants and toddlers is significant for long 
term prevention and early intervention efforts. A study of the demographic 
and fiscal impact of providing at-risk services in Maryland was completed. 
Limited at-risk services will be provided on a pilot basis from 1992-1995 to 
determine the specific implications for utilization and costs. 

Recommendation' 

^Delineate criteria for high probability more specifically or provide 

more examples 
^Differentiated entitlement for at-risk populations 



• FAMILY SERVICES 

losue: Services to families through the individualized family service plan 
are a critical component in ensuring that the development of the infant will 
improve. Families need to remain intact and functioning to support the 
special needs of these infants and toddlers. Infants develop best in the 
context of their family and within their community. Services to families 
need to be expanded and clarified to support this goal. 
Recommendation: 

^Include family preservation services, not just services to meet the 

specific developmental needs of the child 
VLink family services to Title XIX and other funding specific to 

families without regard to income eligibility 
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• TRANSTTTON AT AftE 3 

Issue: Transition services are important for each eligible infant or toddler 
whether these include Part B services for handicapped preschoolers or 
community-based programming to support developmental gains. At this 
time there are few programs available within the community for three year 
olds not qualifying for Part B services. Very few Head Start programs have 
slotb for three year olds available and enriched day care services do not 
uniformly exist. 
Recommendation: 

VFund additional Head Start for 3 year olds to ensure a 

continuum of programming 
VTarget child care block grant money to create incentives for 

early intervention services provided within child care 

settings 

AND 

• BIRTH TO FIVE CONTINUUM 

Issue: There is significant variability in access to services between age 
three and the mandatory school age. The Maryland State Department of 
Education continues to provide technical assistance, dissemination of 
materials, and promotes the adoption of promising practices to local 
education agencies. Examples of technical assistance include: State 
sponsored inservice training for general and special education personnel, 
related services and support personnel in all program serving handicapped 
children. Adoption of pi omising practices include model programs such 
as HCEEP and the development and dissemination of resource packets. 
Additionally, print and media materials have been developed by education 
staff for use by local education agencies. Flexibility in allowing discretion 
as to coordination promotes locally applicable responses to coordination cf 
birth to Ave services. There are, however, gaps in the system which create 
significant lapses in services for developmental^ delayed children at age 
three. 

Recommendation: 

VREQUIRE A COORDINATED SYSTEM OF POLICIES, 
SERVICES, AND FUNDING FOR EARLY INTERVENTION 
SERVICES FROM BIRTH TO MANDATORY SCHOOL-AGE. 

• PERSONNEL 

Issue: Personnel development within the context of education agencies is 
adequately addressed and funded through state education agencies within 
the targeted funding for the comprehensive system of personnel 
development plan. Part H has broader training responsibilities. Lead 
agencies, in general, and particularly those lead agencies without access to 



Pago 10 



o 

ERIC 



6u 

■ • 



59 



Writun Testimony. April U, 1991 



education CSPD funds, do not have sufficient Part H funding to set aside 
the necessary money to adequately address the training needs of health 
departments and social service agencies. In addition, local community 
providers have little access to training initiatives throughout the state. 
Recommendation: 

VTARGET FUNDING TO LEAD AGENCY FOR 
COMPREHENSIVE SYSTEM OF PERSONNEL 
DEVELOPMENT FOR EARLY INTERVENTION SERVICES 

SI2MB1ABX 

Early intervention programs are being asked to look at families in a new way. 
The family is much different today than ten years ago. Many more mothers are 
working. Many young children are growing up in single parent families, and 
many single women are having children at a younger age and with less prenatal 
care. The families of the 90's will need early intervention systems which are 
more accessible, more comprehensive, more responsive and flexible, and which 
are enabling for the family. 

Families often define their goals for their children in the longer view, in terms of 
the quality of life they want their children to have. Responsive services for 
families of children with special needs can provide parents with the support and 
the coping skills that will allow them to access their own strengths, ultimately 
resulting in a higher quality of life for the family and a financial and human 
savings. 

Services to families with special needs must contribute to the balance of their lives 
and give attention and support to the needs of all the family members. 
This program represents a significant opportunity for us to demonstrate our 
commitment to coordinated services designed for individuals with special and 
unique needs- which are supportive to their families, and reflective of their 
community. 



Submitted by 
Carol Ann Baglin 
Director, Maryland Infant* and Toddlers Program 
Governor's Office for Children, Youth, and Families 
State of Maryland 
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Chairman Owens. Thank you. 
Dr. Jane Wiechel. 

STATEMENT OF JANE WIECHEL, PH.D., DIRECTOR, DIVISION OF 
EARLY CHILDHOOD EDUCATION, OHIO DEPARTMENT OF EDU- 
CATION 

Ms. Wiechel. Good morning. Mr. Chairman and members of the 
committee, my name is Jane Wiechel. I am the Director of the Di- 
vision of Early Childhood Education for the Ohio Department of 
Education. In that capacity, I have responsibility for administering 
the Part B fund. 

I am here in support of reauthorization today. I am providing 
testimony on behalf of Ohio's Early Intervention Collaborative 
Council as a representative and member of that council. 

Just to share with you, I guess, some of the indication of the 
impact and obviously Ohio's interest in both of these programs, if 
we look at Part H, the potential impact for services in Ohio would 
be over 26,000 children who have the potential to benefit in the 
services that the Part H program could provide. In terms of looking 
at Part B, we are looking at over 20,000 children who could benefit 
from these services. 

At this point, I would just like to share with you briefly some of 
the progress and share with you why I think that is important for 
you to hear. In terms of Part H and Part B, Ohio has participated 
since the passage of Public Law 99-457 in 1986. 

With the over $7 million Federal funds for Part H, that have 
come into Ohio, we have established an early intervention council. 
More importantly, we have been able to establish 88 local collabo- 
rative groups. Those collaborative groups have received most of the 
funding. We have provided those funds for those local collaborative 
groups to look at all of the components that need to be in place in 
terms of providing comprehensive and coordinated services for 
young children and families. 

As we look at beginning of year four of Part H, we can say to 
you that all of those required components are in place in Ohio and 
over 13,000 children will benefit from those components and those 
services. 

In terms of Part B, we have been able to successfully implement 
a mandate, pass rules on the implementation of Part B in our 
State. With the $8 million, we have been able to initiate a number 
of services that will help us long-term in terms of how we are going 
to implement Part B. 

More importantly, I share with you that the Federal dollars have 
truly been an incentive in our State because we have $23 million in 
State support that I believe is there because of what has happened 
with Part B and Part H funding. 

I share those with you for two important reasons. Number one, I 
say to you that the incentives that were intended to be a part of 
Part H and Part B are happening. In Ohio, we have children re- 
ceiving additional services. We have a mandate. We have rules and 
we have people talking to each other. 

I say to you in Part H, it has made a difference that we have 
now 88 counties which have local collaborative groups who are 
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very seriously trying to address and put in place programs to be 
responsive to the kinds of issues we heard from the parents preced- 
ing us this morning with their testimony. So it has made a differ- 
ence. 

More importantly, I suggest to you that the key factor I see from 
a State perspective has been the flexibility that has been in place 
with both of these parts. I share with you that I think that we hope 
that in the reauthorization that that focus on flexibility will be 
continued. It has allowed, I am sure, other States like Ohio the op- 
portunity to put together a structure and an organization that best 
meets the needs of our families and our needs within our State. So 
we would encourage you to continue to do that. 

In terms of issues, I am not going to get into those. As you are 
aware, there are quite a number of details in the testimony I pro- 
vided. I would like to focus on some of our recommendations and 
point out that we recommend at this point the reauthorization 
without major changes. The major point of that being that we be- 
lieve that any extensive statutory or regulatory changes at this 
point really could interfere with the time and the continued State 
participation due to all of the eiforts that are currently underway. 

The other point I would say— and you are well aware from the 
very eloquent opening statement from Chairman Owens— is that 
we agree with you in terms of the * eed to look at Part H participa- 
tion in the greater scheme of things as we look at needs and serv- 
ices for all children and families. We believe that this approach 
and the provisions that are allowed under Part H, must be contin- 
ued because they do demonstrate it. They have a very positive 
effect on the development of infants and toddlers and their fami- 
lies. 

Very quickly, then, I would state to you that we are not without 
our issues in our State. As you have heard from those families, and 
I tell you at a State level from a State perspective, we are dealing 
with issues in terms of State policy and coordination and imple- 
mentation. 

As already pointed out by two other representatives, we also face 
very serious financial situations in our State. 

However, we do have some suggestions that we believe will have 
tremendous impact as States look at trying to implement these 
from our State perspective. Hopefully, we will try to make a differ- 
ence so we can address the issues that the parents so eloquently 
stated before us. 

One is that we would look at trying to enhance the ability of 
States to move forward with full implementation of Part H by of- 
fering a differential of funding and waiver mechanism. Once again, 
this mechanism will address and reward those States who have 
made a good faith effort and have all of the services in place to 
begin year five, but also to provide the continued incentive to those 
other States who are not quite there so that they will be able to 
continue to plan and get the types of competency services in place 
that need to be there. 

As I mentioned earlier, in order to make all of that happen, we 
are also suggesting the continued support and increased appropria- 
tions for the program as States move forward for full implementa- 
tion of Part H. 
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We also would suggest that to increase the likelihood of coordina- 
tion and funding of programs at the State level, coordination needs 
to occur first at the Federal level and recommend that a Federal 
interagency coordinating council be established in the statute to 
assist us at the State level because we have recognized that the 
interagency collaborative council is a very critical component and 
truly has advanced collaboration and efforts under way in our 
State. 

We would like to recommend, however, that the current limit of 
15 council members be increased to 30 council members. It would 
allow at least in our State, and I am sure many other States, full 
participation from the Agency and parents that need to be repre- 
sented. 

With that, we would suggest that the parents also be increased 
proportionately to that number and also would recommend that we 
look at not — that we can also include parents of children with dis- 
abilities with children who are older. 

That way, we can involve those parents on that council and also 
gain from their perspecti"* an experience that they have had in 
terms of trying to deal witn the system. 

The fourth recommendation would be to look at one that has im- 
plications not only for Part H, but for Part B. That has to do with 
the technical age of three. We believe that there needs to be a tran- 
sition between Part H and Part B that is going to be critical in 
terms of systems and families not getting delays in service, not 
being terminated from services. We are suggesting that there 
should be an amendment to Section 619 that would allow States to 
set the technical age for three. That also, there should be within 
the reauthorization of Part H changes that would allow Part H 
funds to be used to pay for certain services up to that technical 
age. 

I guess, but not least, I know that there have been suggestions 
made to enhance this notion of a seamless system of birth to five; 
that we should look at this inter-agency collaborative council as 
the body that could facilitate that in the State. While we support 
that concept, our suggestion is that it not be put into the statute as 
a requirement; that it be left up to State discretion; that, in fact, it 
be one other mechanism that States would have to look at in terms 
of how to implement that system. Placing it in statute may under- 
mine or undo some of the already-existing groups that are in place 
and are working well. 

I thank you for the opportunity to present my testimony and 
share our suggestions. 

[The prepared statement of Dr. Jane Wiechel follows:] 
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TESTIMONY PRESENTED BY: 



JANE WIECHEU PH.D. 

Director, Division of Earty Childhood Education 
Ohio Department of Education 
(Representing the Ohio Interagency Early 
intervention Council) 



Mr. Chairman and members of the Subcommittee. My name is Jane Wiechei. 1 am 
the director of the Division of Early Childhood Education for the Ohio Department of 
Edcuation. 1 appreciate the opportunity to provide testimony In support of the 
reauthorization of the Part H program of the Individuals with Disabilities Education Act. 
The testimony I will be presenting on behalf of the Ohio Interagency Early Intervention 
Council has been prepared with input from the Department of Health, the Part H lead 
agency. 

Ohio has a statewide population of nearly 11 million. As many as 26,854 infants 
and toddlers with developmental delays or disabilities in Ohio could be eligible for the 
Ou.ly intervention program, about 6% of Ohio's children under age three. If infants 
and toddiers at risk for delays In development are included in the eligible population, it 
is estimated that an additional 17% of the birth to three population, over 76,000 
infants and toddiers in Ohio, could be eligible for services. 

Coupled with the 20,330 children ages three through five years of age eligible 
for Part 6 services the associated costs for the provision of comprehensive services are 
staggering. However, Ohio has made a commitment to participate In the Part H and Part 
B programs. I will describe progress made In Ohio since 1986, discuss problematic 
issues, and make recommendations pertaining to reauthorization. 

Progress In Implementing Part H and Part B 

The state of Ohio has participated in both Part H and Part B since passage of P.L. 99-457 
in October of 1986. In March of 1987 Health was designated as the lead agency; a state level 
interagency coordinating council wa: established; and interagency planning groups (called 
county collaborative groups) were organized in each of Ohio's 88 counties. These groups 
included parents of children with disabilities, service providers and administrators. The state 
of Ohio had a distinct advantage in implementing Part H because a model of comprehensive, 
coordinated early intervention services had begun prior to the passage of P.L. 99-457. 
Through establishment of iocai interagency groups and a state-level interagency committee, the 
groundwork had been laid for implementing Part H. Working relationships had been established 
at the state level between the Departments of Health, Mental Retardation and Developmental 
Disabilities (MR/DD), and Education. Local service providers, parents, and administrators 
were informed of the value of interagency coordination and collaboration via training, technical 
assistance, and incentive grant funds. 

Since the passage of 99-457, over $8.3 million in federal Part B funds have come into 
Ohio to assist In expanding preschool special education and related services. In addition, the 
state contributes $23 million to support preschool units funded to school districts and county 
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boards of mental retardation and developmental disabilities. Expectations are that this funding 
level will rise In the future, particularly with the incentives provideu by PI. 99-457. As of 
July 1, 1991, Oh'o school districts will be mandated to provide appropriate special education 
and related services to children beginning at age three who have a disability. Mandated services 
provided by local education agencies will be provided In accordance with new preschool special 
education rules adopted by the State Board of Education in March 1991. Several statewide 
initiatives In the areas of service delivery, research, personnel preparation, interagency 
collaboration, and information dissemination have been implemented to promote a 
comprehensive service delivery system. 

For Part H In the first three years, Ohio received approximately $7 million per year to 
create a more comprehensive system. Most funds were distributed through competitive grants 
to count; collaborative groups to create comprehensive local systems of early intervention 
services. Grants adaressed publlo awareness, early identification, intake and referral, service 
coordination {case management), and planning. Each county's collaborative planning group 
developed a written plan for implementing a comprehensive system. Early intervention 
services required for Year 4 participation in Part H (child find, evaluation and assessment, 
Individualized family service plan development and service coordination) are available 
statewide. Over 13.000 infants and toddlers were reported by state agencies and local projects 
to be receiving early intervention services. Ohio received a federal grant from the Handicapped 
Children's Early Education Program (HCEEP) for developing an information management 
system for Part H. The centrui resource directory system utilizes an existing network of 
parent-staffed information and referral sites throughout Ohio. Progress on implementing the 
required 14 components has been steady. 

The Ohio Interagency Early intervention Council has met bi-monthly since July 1987. 
Departments of Health, Education, Human Services, Mental Retardation and Developmental 
Disabilities, Mental Health, Drug and Alcohol Addiction Services and the Ohio Developmental 
Disabilities Wanning Council are actively involved (the latter two as ex officio members) on 
the council. Head Start, private providers, university pe sonnel, legislators from the House 
and Senate and parents are involved as voting members, the seven committees of the Council 
(Child Find, Target Population, Finance. Individualized Family Service Plan, Service 
Coordination, Transition, and Legislation and Standards) meet bi-monthly also to develop policy 
statements and guidance materials for review by Council. Governor Voinovlch last week signed 
an Executive Order to provide ongoing authority for Ohio to participate in Part H. in public and 
legislative hearings, Ohio has received positive testimony about the family-centered, 
collaborative model of services being created. 

The flexibility allowed in both Part H and Part B has allowed Ohio to design a 
comprehensive service delivery system based on its own unique needs and structure, it is 
critical to maintain this focus on flexibility during this reauthorization so states can continue to 
creatively organize their resources to meet the needs of tor.nlles and children. 

lamaa Balattd to p«h h implftmanlaltaD 

State level Implementation Is complex. These issues can be grouped best Into general 
categories relating to lead agency authority, interagency cooperation, and establishing state 
policy. 
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Lead aoencv authority The authority given to the lead agency under Part H is not realistic 
for most state agencies. The Health Department Is one of the smallest stata agencies with one of 
the smallest state budgets. It does not provide direct early Intervention services, has no direct 
authority over local health departments, and has no authority over other state agencies or 
private providers. Interagency goodwill and written agreements provide the major vehicles for 
determining such responsibilities as who provides services, and who pays for and monitors the 
services. In fact, these Interagency agreements are only binding to the extent that the state 
agencies have the authority over their local affiliates. For example, although the Health 
Department has developed policies related to data collection and tracking of infants and toddiers 
receiving early intervention services, there is no authority to require local public (and 
especially private) agencies to report data. Only by working through state agencies and 
providing funds to projects at the local level can such a System be developed. 

Interagency Cooperation Our biggest challenge has been building mutual trust and 
cooperation between agencies at state and local levels who provide and/or finance early 
intervention services. While no one rejects the principle of providing eariy identification of 
and services for children with disabilities and their families, longstanding "turf" issues and 
competition for children and dollars often Interfere with this process. Ohio has been promoting 
interagency collaboration as the vehicle for coordinated, quality services since 1983; 
fragmentation and piecemeal approaches to service delivery stiil have not been entirely 
overcome. The mandate for interagency cooperation required under Part H is vital to ultimate 
success and must be recognized as a developmental process requiring a longer time line than the 
five years outlined in the law. 

Establishing state Policy To address the state-level policy requirement under Part H. 
Ohio has used an Executive Order which provides the authority for continued participation in the 
program. Permanent statutory authority must be achieved through legislation to be introduced 
this year. Recognizing the difficulty of obtaining financial support, eligibility criteria in the 
draft legislation have been limited to those children with a diagnosed physical, mental or 
medical condition known to cause disability and children with a measurable developmental delay. 
Children at risk are excluded. This decision has received criticism from many eariy 
intervention advocates who stress the benefits of prevention. 

A state policy issue for Part B is the definition of age three. To facilitate the smooth 
transition of children from the Part H program to preschool services under Part B states should 
be allowed to determine the definition of *he "technical* age of three. States need this authority 
to assure that services are not unnecessarily terminated or delayed. States need to be able to 
decide at what point transition from early intervention to preschool services is most 
appropriate. 

Recommendations for Reauthorliatlon 

P.L. 99-457 should be reauthorized without major changes. States received final 
regulations tor Part H only in June of 1989. Extensive statutory or regulatory changes at this 
time would interfere with continued state participation. 

This program provides states with the opportunity and incentives to develop a more 
coordinated, family-centered approach to delivery of early Intervention services. Given the 
financial picture, implementing P.L. 99-457 fully will be difficult, it is a program which 
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must be continued if we are to have positive effect on the development of Infants, toddlers and 
families. 

Recommendation 1 To enhance the ability of states to move toward full implementation of 
Part H, a differential funding and waiver mechanism might be developed. Under such a 
mechanism, states who are ready for full implementation according to the five-year time line 
(l.e, ready to entitle all services to all eligible children) w< receive their full allocation of 
Part H planning funds and additional funds to implement i • States who are not ready to 
enter Year 5 would receive up to two additional years of planning time and funds (at Year 4 
funding levels). The waiver would apply to states who could assure that ail but one or two of the 
Year 5 components were in place. These states could request a waiver (up to two years) for 
Implementation of specific components while stiil receiving the full Year 8 allocation. 

These mechanisms for states making good faith efforts at implementation would allow 
planning to continue on the comprehensive system (up to two additional years) and provide a 
reward for those states ready for full Implementation of Year 5. Year 5 Implementation funds 
should be increased substantially over the current level of funding, in Ohio entitlement for 
all eligible children beginning Year 5 would require additional, but unavailable, state funds. 
Without adequate funds, service systems, and personnel, the law's assurances become fallow, 
and states may be reluctant to proceed. 

Recommendation 2 To increase the likelihood that coordination of funding and programs 
occurs beginning at the federal level, It is recommended that the Federal Interagency 
Coordinating Council (FICC) be established in statute. Membership should include parents of 
children who have received early Intervention services and state Part H representation. FICC 
responsibilities should Include reviewing the legislation, regulations and policies of programs 
which overlap Part H and recommending changes In these policies to the appropriate 
governmental agencies which could help In coordination of funding and service provision. 

Recommendation a The interagency coordinating council (ICC) is a critical component of 
the early intervention system. The Current limit of 15 council members Is Insufficient to 
accommodate voting membership of all appropriate agencies, parents, and private providers. 
The membership of the ICC should be set at a minimum of 15 and a maximum of 30 members. 
The number of parent representatives should be Increased proportionately. The current "age of 
the child" requirement should be changed enabling additional parent representatives with 
children over the age of 6 years with disabilities. 

Recommendation 4 in order to facilitate transition of children from the Part H program 
to preschool services under Part B, it Is recommended that Section 619 be amended to assure 
that states are able to fund services to children starting at the "technical" age of three. 

Recommendation s A final recommendation relates to the confusion and fragmentation 
caused by creating separate birth to 3 and 3 to 5 service systems. To alleviate some of this 
confusion, it has been suggested that the ICC be made responsible for addressing the Issues of the 
early intervention system under Part H and Part B. This would enable states to use this 
approach as one means of facilitating comprehensive and coordinated planning for children with 
disabilities from birth through age five. Because the state educational agency is responsible for 
children with disabilities from age three through 21, it Is recommended that this approach be 
at state discretion, and not a requirement under Pait H. States need to continue to have the 
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flexibility to choose which option best meets their needs. 

Thank you for permitting me to share the Ohio interagency Early Intervention Council's 
views with the Committee. We look forward to other opportunities to work together to enhance 
the Part H Program. 
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Chairman Owens. I thank you* I want to thank all of our wit- 
nesses. We certainly will take your recommendations under consid- 
eration. 

I have a couple of questions. One for Ms. Booth. It seems to me 
that your operation has a tremendously difficult job because chil- 
dren are moved ail the time. 

Could you just elaborate a bit on your recommendation that fi- 
nancial incentives might help? 

Did you mean financial incentives so that each State would be 
more interested in taking care of children because there would be 
some kind of voucher or payment to go along with it? 

What did you mean by financial incentive? 

Ms. Booth. The recommendation for financial incentives for 
States to serve children at risk for developmental delay. That was 
our recommendation. The law doesn't mandate that States have to 
serve children who are diagnosed as being at-risk. For instance, 
children who are at failure to thrive or low-birth weight infants. 

We would like to see some kind of financial incentive included 
into the law or monies available to the States that would allow 
them to expand their services. The monies are tight. Of course, the 
children who are indeed diagnosed with developmental disabilities 
or developmen tally delayed certainly need the services. 

We know from early intervention that the children who are at 
risk can also benefit from these services. 

Chairman Owens. What would happen if we attached the money 
to the moving child? A voucher system, sort of. Would that help 
with the problem of the unfriendly reception they get from one 
State to another? 

Ms. Booth. That sounds like a great idea, just as I hear it. 

Chairman Owens. Anybody else care to comment? 

Ms. Baglin, you said that your State does not funu your office at 
all? 

Ms. Baglin. No, it doesn't. We do not have any targeted State 
funding for early intervention. There is funding available through 
the different agencies that is either Federal or its origin is in the 
Federal or State special education formula; certainly those funds 
can be available for the local education agencies that are providing 
special instruction to this age group. 

Chairman Owens. Dr. Wiechel, did I hear you say that your 
State has been very generous? 

Dr. Wiechel. Yes. One comment regarding the notion of the dol- 
lars following the child: that might be a successful means of look- 
ing at long-term, I guess the concern I would have is that in the 
immediate sense that concept would not create the need for the 
comprehensive and coordinated services that need to be in place in 
order when that child does move. 

I guess I would look at the notion of creating a system and get- 
ting a system in place so that when there is movement, you know 
that child is moving into a system that exists and can meet the 
needs of that child. 

Chairman Owens. I meant that in reference to migrant children 
only who are moving from one State to another. 

I see my colleagues have stepped out for the moment. I have no 
further questions. I appreciate all of you coming. Your written tes- 
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timony and these recommendations will certainly be taken into full 
consideration. 
Thank you for testifying. 

Our keynote witness is Dr. Robert, Davila, Assistant Secretary of 
the Office of Special Education and Rehabilitative Services. Wash- 
ington, DC. 

Following Dr. Davila will be Ms. Deborah Sosa Tisdale, Member 
of the Federal Interagency Coordinating Council, Tacoma, Wash- 
ington. 

We'll take Dr. Davila's testimony first. If there are any ques- 
tions, we'll ask them at that time. 
We apologize for being a little bit behind schedule, Dr. Davila. 

STATEMENT OF DR. ROBERT DAVILA, ASSISTANT SECRETARY OF 
THE OFFICE OF SPECIAL EDUCATION AND REHABILITATIVE 
SERVICES, WASHINGTON, DC 

Dr. Davila. Thank you, Mr. Chairman. 

It is a pleasure to r ppear before this panel to express the Admin- 
istration s full support for reauthorization of Part H of the Individ- 
uals with Disabilities Act. 

I am here to outline and to urge you to approve our reauthoriza- 
tion proposal which we plan to transmit to Congress in the near 
future. We believe this program can make a real difference in help- 
ing to meet our national goals of improving school readiness of all 
the young children, including young children with disabilities. 

I will summarize my statement and submit a more detailed state- 
ment for the record. 

During the past four years, we have been impressed by the spirit 
with which the States have accepted the challenge of Part H Pre- 
school Grants program. 

Currently, most States are working to develop procedures for 
each of the 14 required components that must be in place by the 
beginning of the fourth year of 9 States' participation in the Part 
H program. Although States are not required to provide Part H 
services until the fifth year, States reported in 1989 they were serv- 
ing an estimated 247,000 children. The States have also made im- 
pressive progress implementing the preschool program. 

Today, fifty States and jurisdictions have mandates. Two of the 
remaining six are very close to enacting mandates. 

Thus, I am pleased to report that the challenges presented by the 
creation of the Infants and Toddlers with Disabilities program and 
the amendments to the Preschool Grants programs have been ac- 
cepted by the States and they are working diligently and creatively 
to develop the comprehensive system envisioned by the Congress. 

As Chair of the Federal Interagency Coordinating Council (FICC), 
I am also pleased to note the increasing collaboration among Feder- 
al agencies as we have provided support to the States. Four nation- 
al conferences have been hosted by the FICC to help establish net- 
works to disseminate information and to identify resources to sup- 
port Part H planning within the States. Technical assistance docu- 
ments have been developed and disseminated. The FICC has also 
coordinated a development of policies and proposed regulations re- 
lated to Part H. 
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In November of 1990, the FICC held public hearings that provid- 
ed an opportunity for organizations and individuals to present 
issues that should be considered during the reauthorization proc- 
ess. Currently, the FICC is completing an interagency agreement 
between the Departments of Education, and Health and Human 
Services, dealing with early identification and eligibility of young 
children with special needs. 

I expect the FICC to continue to play an important coordinating 
role for agencies at the Federal level and to continue to provide a 
fnrum for the exchange of information about the problems States 
confront and the solutions they have found as they implement 
their programs for young children. 

Although guidance ano technical assistance have clarified many 
implementation issues, some can only be addressed through 
changes in the legislation. The Administration's proposal will ad- 
dress changes that we believe would help States implement the 
statewide systems of early intervention. 

Several of the changes we are proposing would provide States 
with greater flexibility in implementing the program. For example, 
to help States better address the needs of young children, we are 
proposing amendments that would allow States to use Part H 
funds after a child with disabilities turns three and to use pre- 
school grant funds prior to the age of three to facilitate a smooth 
transition of children from early intervention to preschool services. 

This change would help States reduce the accounting and admin- 
istrative burdens associated with financing the services during that 
transition period that would enable States to decide how their re- 
sources can best be used for children in transition. We do not 
expect it to have any significant net cost impact on either Part H 
or Section 619. 

We are also proposing to eliminate a requirement that the State 
Interagency Coordinating Council (ICC) be composed of no more 
than 15 members. While we believe that proportional representa- 
tion required under current law should be retained, we believe that 
the decision regarding the maximum size of the council should be 
left to the States. 

The Administration is also proposing that States be given flexi- 
bility to determine what services would be provided to children 
who are not disabled, but who are at risk of developmental delay if 
early intervention services are not provided. We hope this change 
would encourage States to address the needs of children at risk, in- 
cluding children prenatally exposed to drugs. 

In addition to the changes I have already described, the Adminis- 
tration's bill would reauthorize Part H through 1996. It would clar- 
ify that assistive technology is an early intervention service that 
can be provided under the program. It would require each State's 
Part H comprehensive system of personnel development to be con- 
sistent with its system under Part B. 

Finally, recognizing that States may find it necessary to use Part 
H funds to pay for direct services, our bill will provide strong en- 
couragement to States to establish sliding fee schedules for direct 
services to be paid for with those funds. 

In conclusion, I want to stress the Administration's strong sup- 
port for the reauthorization of the Infants and Toddlers with Dis- 
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abilities program, which can help us address our national goal of 
improving the school readiness of all young children, including 
young children with disabilities. This program has the potential to 
significantly affect the lives of young children with disabilities and 
their families. 

Thank you, Mr. Chairman, for the opportunity to present the Ad- 
ministration's reauthorization proposal. 
I will be able to answer questions. 
[The prepared statement of Dr. Robert Davila follows:] 
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DEPARTHEHT Of EDUCATION 



Statement by Robert R. Davila 
Assistant Secretary for Special Education 



and Rehabilitative Services 



on 



Reauthorization of Part H of the 



Individuals with Disabilities Education Act 



Mr. chairman and Members of the Subcommittee: 

It is a pleasure to appear before this panel to express 
the Administration's full support for reauthorization of part H 
of the Individuals with Disabilities Education Act (IDEA). I am 
here to outline, and to urge you to approve, our reauthorization 
proposal, which we plan to transmit in our legislative proposals 
in the near future* There are many Federal programs that can 
provide services and benefits for infants and toddlers with 
disabilities and their families, but Part K has this population 
as its sole focus* We believe this program can make a real 
difference in helping meet the national goal of improving the 
school readiness of all young children, including young children 
with disabilities* 

In creating the Infants and Toddlers with Disabilities program in 
1986, the Congress provided families with a vision and a promise 
of a coordinated system of services that would help them ensure 
the growth and development of their young children with 
disabilities. This program was special in its design because it 
focused on the family's role of nurturing young children with 
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disabilities. Ths legislation sought to support that role by 
drawing together an often fragmented system of services to meet 
the unique needs of infants and toddlers with disabilities. It 
did this through a focus on interagency cooperation , service 
coordination, and case management. 

In 1986, the Congress also amended Section 619 , the Preschool 
Grants program authorised under Part B of the Act, to require 
States, by fiscal year 1991, to make available a free appropriate 
public education to all chi) Jren with disabilities age three to 
five, inclusive. This amendment helps to ensure that preschool 
children with disabilities will receive the special education and 
related services they need to succeed in school. 

During the past four years, we have been impressed by the spirit 
with which the States have accepted the challenge of the part H 
and Preschool Grants programs. During the first three years, all 
eligible States and jurisdictions participated in the Part H 
program. Each State has designated a lead agency and has 
identified the programs and services within the State that will 
be part of its comprehensive statewide early intervention system. 
Each hae adopted policies to establish and operate a statewide 
system and has identified the criteria upon which infants and 
toddlsrs will be determined eligible for services within the 
State. Currently, most states are working to develop policies 
and procedures for each of the 14 required program components 
that must be in place by the beginning of the fourth year of a 
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State's participation in the program. This is an intensive 
activity requiring an extraordinary level of interagency 
cooperation and coordination. Nonetheless, to date, 24 States 
and jurisdictions have submitted final fourth-year applications 
and another 13 have filed draft plans. We are confident from our 
contacts with States that more States will submit final 
applications in the near future and that most or all States will 
have submitted applications by July 1991. It is worth noting 
that, although States are not required to provide Part H services 
until the fifth year, states reported that in 1989 they were 
serving an estimated 247,000 children. 

States have also made impressive progress in implementing the 
Preschool program. Since fiscal year 1987 all States have 
participated in the program. During this time, the number of 
children with disabilities age three through five served by the 
Preschool program has grown from 261,000 during the 1985-86 
school year to 352,000 children in the 1990-91 school year. 
Prior to the passage of P.L. 99-457, only 20 States and 
jurisdictions mandated services for all three-through five-year- 
olds with disabilities. Today 50 States and jurisdictions have 
mandates and two of the remaining six grantees are very close to 
enacting mandates. Thus, I am pleased to report that the 
challenges presented by the creation of the Infants and Toddlers 
with Disabilities program and the amendments to the Preschool 
Grants program have been accepted by the States, and that they 
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are working diligently and creatively to develop the 
comprehensive systems envisioned by the Congress. 

As Chair of the Federal Interagency Coordinating Council (FXCC), 
X am also pleased to note the increasing collaboration among 
Federal agencies as we provide support to States. Four national 
conferences have been hosted by the FXCC to help estaulish 
networks to disseminate information to and identify resources to 
support Part H planning within the States. Technical assistance 
documents have been developed and disseminated. The FXCC has 
also coordinated the development of policies and proposed 
regulations related to Part H. 

In November 1990, the FXCC held public hearings that provided an 
opportunity for organizations and individuals to present issues 
that should be considered during the reauthorization process. 
Currently the FXCC is completing an interagency agreement between 
the Departments of Education and Health and Human services 
dealing with early identification and eligibiltiy of young 
children with special needs. X expect the FXCC to continue to 
play an important coordinating role for agencies at the Federal 
level and to continue to provide a forum for the exchange of 
information about the problems States confront and the solutions 
they have found as they implement their programs for young 
children. 

At the same time ve have been watching the excellent progress of 
States in implementing the Part H and Preschool Grants programs, 
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we have also become aware of the need for changes in the programs 
that would facilitate this progress. Through technical 
assistance workshops, bulletins, and policy letters, we have 
provided guidance and clarification on a number of issues. 

For the Part H program, these issues include the application 
requirements for each year, the uses of Federal funds, the 
responsibilities of lead agencies, and the definition of eligible 
children. Under the Preschool Grants program, we have addressed 
concerns regarding distribution of basic and bonus grant funds, 
placement in the least restrictive environment, and children's 
eligibility for services beginning on their third birthday. We 
have also provided guidance regarding the transition of children 
from the Part H program to the Preschool program and the 
operations of birth through five systems in States desiring such 
"seamless" systems. 

Though guidance and technical assistance have clarified many 
implementation issues, some can only be addressed through changes 
in the legislation. The Administration's proposal will address 
changes that we believe would help states implement their 
statewide systems of early intervention. Our proposal, however, 
would not require States to redesign the systems they have been 
developing with such intensity, our concern was that major 
changes in any of the 14 components would significantly delay 
States in meeting the requirements of the fifth year and thus 
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delay the provision of services to all infant* and toddlers with 
disabilities* 

Several of the changes we are proposing would provide states with 
greater flexibility in implementing the program. For example, to 
help states better address the needs of young children, we are 
proposing amendments that would allow States to use Part H funds 
after a child with disabilities turns three and to use Preschool 
Grant funds prior to age three to facilitate a smooth transition 
of children from early intervention to preschool services. This 
change would help states reduce accounting and administrative 
burdens associated with financing services during the transition 
period and would enable states to decide how their resources can 
best be used for children in transition. We do not expect it to 
have any significant net cost impact on either Part H or Section 
619. 

We are also proposing to eliminate the requirement that the State 
Interagency Coordinating Council (ICC) be composed of no more 
than 15 members. The restriction on the size of the ICC has 
meant that, in some States, key agencies in the statewide system 
could not be represented on the Council. While we believe the 
proportional representation required under current law should be 
retained, we believe that the decision regarding the maximum size 
of the Council should be left to the states in order to allow for 
differences in State size, in governmental structures, and in 
interagency relationships. In addition, we are proposing that 
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the ICC be permitted to include parents of children up to age 12 
so that States, at their discretion, may retain parent members as 
their children grow older. 

The Administration is also proposing that States be given the 
flexibility to determine what services would be provided to 
children who are not disabled but who are at risk of 
developmental delay if early intervention services are not 
provided. Though surveys taken during che first two years of the • 
program indicated that many States intended to cerve children who 
were at risk, concern about the possible costs of providing full 
services to at-risk children has led many States to reverse their 
original plans to serve these children. We hope this change will 
encourage States to address the needs of children at risk, 
including children prenatally exposed to drugs. 

In addition to the changes already described, the 
Administration's bill would reauthorize Part H through 1996. It 
would clarify that assistive technology is an early intervention 
service that can be provided under the program, and require each 
State's Part H comprehensive system of personnel development to 
be consistent with its system under Part B. It would extend 
authority in Part H for the lead agency to monitor programs that 
do not receive Part H funds but are part of the services network 
for infants and toddlers and their families under the State plan. 
This would help ensure that the statewide Part H system meets the 
needs of this population. It would also ensure that States keep 
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records deaonstrating that Part K funds are used for direct 
services only to the extent permitted by the Act and are not 
substituted for funds that would have been paid from another 
public or private source. Finally, recognizing that States may 
find it necessary to use some Part H funds to pay for direct 
services, our bill will provide strong encouragement to States to 
establish sliding fee schedules for direct services paid for with 
those funds. This is consistent with the Administration's policy 
of focusing Federal funds for services on people with the least 
ability to pay. While the sliding fee schedule approach is our 
preference, we are eager to work with the Congress and recognize 
that there may be other ways of achieving this objective. An 
alternative that Congress may want to consider would be to 
require States to target all Part H funds used for direct 
services on the neediest families and children. 

In conclusion, X want to stress the Administration's strong 
support for the reauthorization of the Infants and Toddlers with 
Disabilities urogram, which can help us address our national goal 
of improving the rchool readiness of all young children, 
including yourn children with disabilities. This program has the 
potential to significantly affect the lives of young children 
with aisAbUli.ias and their families. Our proposed changes to 
the WgifUAtio*. will facilitate implementation of the program, 
but will r.ot slow the impressive progress that has been made to 
dat*. 
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Thank you, Mr. Chairman! for the opportunity to present the 
Administration's reauthorization proposal cn Part H. My 
colleagues and X will be pleased to respond to questions. 
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Chairman Owens. Thank you very much, Mr. Secretary. We look 
forward to working with you. We appreciate your enthusiasm for 
the reauthorization of this legislation. 

We have a few questions, though. 

In terms of the interagency agreement between the Department 
of Education and the Department of Health and Human Services, 
can you clarify the role of the Medicaid program in the implemen- 
tation of each State's Part H program? 

Dr. Davila. I will ask Dr. Schrag to respond to that particular 
question. 

Dr. Schrag. The role of Medicaid is very important. 
Chairman Owens. For the record, do we have your name? 
Dr. Schrag. Yes. My name is Judy Schrag, Director of the Office 
of Special Education Programs. 
Chairman Owens. Thank you. 

Dr. Schrag. Mr. Chairman. Medicaid is an important source of 
funding for the States to assist with screening and medical services 
and so forth. Within our interagency agreement, we have delineat- 
ed coordination in screening to also include Headstart and other 
programs as well. 

Chairman Owens. That is spelled out in detail in your agree- 
ment? 

Dr. Schrag. It is. 

Chairman Owens. Can this committee be supplied with a copy of 
that agreement? 
Dr. Schrag. Yes, it can. 
Chairman Owens. Thank you. 

In your testimony, Mr. Secretary, you state that you will strong- 
ly encour^e the States to establish a sliding fee ochedule for direct 
services x) ider Part H. This statement is in contrast to your other 
statements, which recommend great flexibility to the States. 

Can you tell us how you would determine who is least able to 
pay under this sliding fee schedule? 

Dr. Davila. Mr. Chairman, we have to understand that we have 
limited Federal dollars to provide support to all children who are 
covered under this Act. So the Administration has taken the posi- 
tion that we should give our funds to those children and families 
least able to pay. We would be willing to explore other options that 
would be possible that would accomplish the same intent. 

We are concerned that services be provided to those children who 
are a high priority inasmuch as their families would not be able to 
pay. We want to give the States the flexibility to determine the 
identity of children and families who are considered least able to 
pay. 

Chairman Owens. So States could impose a means test of any 
kind that is reasonable and you would have to approve it? 

Dr. Davila. That would be one way. The statute already author- 
izes the States to establish sliding fee schedules. Some States are 
considering proposals to do so, but of course, we would leave it to 
th* States to determine the identify of people eligible for this. 

Chairman Owens. We would like for you to submit additional 
clarifying information on how you see that operating. We would 
appreciate that for the record. 

Dr. Davila. Yes, sir. 
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Chairman Owens. Without objection, I would like to enter into 
the record at this point a statement by Congressman Jefferson who 
had to leave. 

[The prepared statement of Hon. William J, Jefferson follows:] 

Statement of Hon. Wiluam J. Jefferson, a Representative in Congress from 

the State of Louisiana 

Mr. Chairman and my esteemed colleagues on the Subcommittee on Select Educa- 
tion: I would like to take this opportunity to make a few brief comments in support 
of the reauthorization of Part B and Part H of the Individuals with Disabilities Edu- 
cation Act, and to voice some of the concerns my State Louisiana has about its par- 
ticipation in Early Intervention Programs. 

I commend this subcommittee and the Congress as a whole for passing Public Law 
99-457, the Education of the Handicapped Amendments of 1986, and providing the 
catalyst for nationwide efforts to provide comprehensive, coordinated services to in- 
fants, toddlers and preschoolers with special needs as well as to their families. 

All States have chosen to participate on Part H, and desire to provide individual 
ized service plans for infants and toddlers from birth to age three that have disabil- 
ities and developmental delays. But four years later, many States, including Louisi- 
ana, are uncertain if they will be able to realize such a mission. 

Throughout the State of Louisiana, early intervention service providers reach 
about 800 infants and toddlers. With four years of very hard work in Louisiana, 
meeting the fourth year requirements will be difficult given limited funding and 
support. ARC, the Association for Retarded Citizens in Baton Rouge, estimates that 
less than one third of the State agency's budget request will be considered in the 
State of Louisiana's upcoming legislative session. When States cannot meet the re- 
quirements of the stages set out in Part H the only alternative is to drop out of 
program. 

I bring Louisiana's situation to your attention to stress the point that States not 
only need Federal encouragement to continue participation, they need Federal dol- 
lars. Like many States. Louisiana is under great financial strain. States are worried 
about the long-term financial implications of their commitment to provide services 
to so many needy children. Louisiana would like to see timeline extensions with 
Federal funding to allow for their continued participation in Part H programs. 

States should not be punished by being forced to drop out of the program because 
their States lack the monies and resources required to fully implement Part H early 
intervention programs. Rather, States making good faith efforts should be rewarded 
by increased Federal support. If States are forced to end their participation, disabled 
and developmentally delaved children are the ones that suffer the greatest loss. 

We know that early intervention is the critical factor that determines how well a 
disabled or developmentally delayed child performs when he or she reaches school 
age; we know that early intervention minimizes the need for special education later 
on in life, as well as minimizes the need for institutionalization. We also know that 
funds are needed to provide the quantity and quality of service these young children 
need. Let's not ignore what we know to be true. I urge Congress to grant States the 
support they so desperately need. 

Chairman Owens. Mr. Ballenger. 

Mr Ballenger. Thank you, Mr. Chairman. 

Mr. Secretary, it is good to see you again. 

In the discussions we have had here this morning, differential 
funding caused by the shortage of funds in general and the difficul- 
ties that variuus States have had in meeting the demands because 
of the economies, t hey have requested, it would appear to be almost 
unanimous in requesting differential funding. 

C^uld you express an opinion on how the Federal Government 
feels about the funding for States that are already there, say, the 
17 that have already done and the others— do you have an idea in 
your own mind as to the best way to go about that? 

Dr. Davila. Yes, sir. We are hopeful that all of the States will 
submit application for four-year funding. This has been our expec- 
tation. We have been providing technical assistance and support to 
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the States during the process of planning for fourth year applica- 
tions, the deadline of which is the end of June. However, it should 
be the position of the Congress to extend up any time. We would 
support a differential funding arrangement in order that we could 
recognize the States that have prepared the application on time. 

Mr. Ballenger. I am glad to hear that. After hearing Congress- 
man Espy's statement, for the poorest counties in the United 
States where they have a trial program there, I would hate to see 
it disappear just because the Federal Government was unwilling to 
be a little bit flexible. I thank you for that opinion. 

I have no more questions, Mr. Chairman. 

Chairman Owens. Mr. Secretary, as usual we have very few 
questions. We look forward to working with you to resolve those 
questions that we do have. Thank you very much for testifying. 

Dr. Da vila. Thank you, sir. 

Chairman Owens. Our final witness is Ms. Debbie Tisdale. 

STATEMENT OF MS* DEBORAH SOSA TISDALE, MEMBER OF THE 
FEDERAL INTERAGENCY COORDINATING COUNCIL, TACOMA, 
WASHINGTON 

Ms. Tisdale. I was going to say good morning, but I lroked at the 
time and it is now good afternoon. 

My name is Deborah Sosa Tisdale. I am a parent from Washing- 
ton State. 

I want to express my appreciation for this opportunity to address 
this small committee today. I wanted to let you know that today 
the reason why I am speaking to you is because I am a parent of a 
child with special needs. I have been actively involved with Public 
Law 99-457 for 3.5 years. 

My son, Joshua, was fortunate to receive early intervention serv- 
ices at a young age. At times, it was difficult for us to assess serv- 
ices we felt he needed. Often, Joshua's needs translated into hard- 
ships for our family. 

While he was involved in various early intervention programs, I 
realized that many children, and especially those of color, do not 
have an advocate parent who is able to speak on their behalf. This 
fact has sustained my involvement on my county, State and the 
Federal Interagency Coordinating Council. 

Today, I was asked to address my views on how the Federal 
Interagency Coordinating Council has helped in the implementa- 
tion and support of early intervention and preschool programs 
throughout our Nation. For the past year and a half that I have 
served on the FICC, I have witnessed the development of interagen- 
cy agreements, the development and dissemination of technical as- 
sistance documents for \arious components of Public Law 99-457 
and the organization of the national conferences. All of these ef- 
forts have circulated best practice, information and resources and 
have assisted State systems and parents to better understand the 
spirit and intent of Public Law 99-457. 

Most importantly, I have seen Federal agencies come together 
for the sake of children and families, providing a forum where Fed- 
eral agencies whose missions involve infants, toddlers and young 
children, can hear how the policies and programs have been trans- 
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lated and the effect these programs and policies have on children 
and families. 

Traditionally, businesses providing a service keep abreast of the 
problems their customers encounter, and if necessary, make 
changes. Historically, as with the education of the Handicapped 
Act, it takes years to get feedback from consumers as to the reali- 
ties in the field, what barriers exist to keep children and families 
from being served, and changes that consumers feel need to be 
made. 

With the formation of the FICC, parent participation and contin- 
uous contact with State ICCs, issues and problems of implementa- 
tion have been allowed to be brought to the Federal council to be 
addressed. This forum is not only good business practice, but it is 
good financial management. 

As States go into coordinated systems of service delivery, they 
are discovering that some of the obstacles they are encountering 
are originating on a Federal level. The FICC has been a means to 
address these obstacles. 

In States where duplication of services are occurring, coordina- 
tion encourages better use of funding. The same is oc< ~*ng on the 
national level due to the collaboration of Federal age brought 
to the formation of the FICC. In evidence, we now have interagen- 
cy agreements on the Federal level. 

When State councils were formed, many States found themselves 
in a quandary as to exactly what they were to do. Many States es- 
tablished regional or county councils to obtain grass roots feedback 
from services providers and especially parents. 

These local councils look to State councils as models. In that 
same regard, the States can look to the Federal ICC as a model for 
collaboration and to provide leadership in the coordination of serv- 
ices for infants, toddlers and preschool-aged children with special 
health care needs. 

Since October of 1987, I have seen Federal agencies transition 
from an isolationist stance into a collaborative position. This is 
truly representative of Public Law 99-457 — collaboration, commu- 
nication and a philosophical transition to what is best for children 
and families. 

I would recommend the following changes to strengthen the 
FICC as a model for the Nation and to assist the council and the 
work that it is effecting and could possibly accomplish in the 
future. First, we could require in statute the Federal Interagency 
Coordinating Council with adequate authority, staff and resources 
for its activities. 

As a parent, I have real concerns about the possible lack of par- 
ticipation and representation of participating agencies due to ad- 
ministration changes or agendas. I do not feel that it is fair to chil- 
dren and families that the FICC's existence be predicated upon ad- 
ministrative philosophy. 

Secondly, I would designate members of the FICC to include cur- 
rent programs or agencies, parent representatives, Part H directive 
representative, an ICC chair representative, a Section 619 coordina- 
tor representative, a representative from the Bureau of Indian Af- 
fairs, from Indian Health Services, from the Department of De- 
fense school, from Handicapped CHAMPAS, and from the testimo- 
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ny that I have heard today, possibly from the Migrant Council. 
Also, as the council deems necessary, include any representative of 
an agency or program directly affecting the provisions of services 
to children and families. 

It is important for me to know that as a parent all players on the 
Federal level that are providing services for young children are 
working together; that through a process of representation, all 
State and territories have a voice on the FICC. Although these are 
my personal recommendations, I feel strongly that the FICC should 
have the flexibility to address the size and constituency of the Fed- 
eral council as it deems appropriate for issues being addressed. 

Third, I would suggest that the FICC be authorized to address 
issues for all young children with disabilities and especially those 
classified at risk for disability. Since many States are opting not to 
serve young children classified at risk under Public Law 99-457, it 
is important that the FICC sustain the model for inclusion of these 
children. 

Many States are servicing these children on a selected basis 
through other programs. It is vital that any program serving chil- 
dren classified at risk be kept involved on the State and national 
level. 

Fourth, the FICC should have certain responsibilities that should 
be developed as a group process. These might include reviewing of 
Public Law 99-457 implementation policy statements from Federal 
agencies; being a forum for review of procedural safeguard deci- 
sions and appeals as implementation occurs across the Nation; clar- 
ification and interpretation of policy and assignment to Federal 
agencies as appropriate. This would be reflective of the interagency 
collaboration that is being fostered. 

Foster participation that assures that all infants and toddlers 
and young children throughout the United States and territories, 
including dependent children of civilian and military personnel 
serving with the armed forces on overseas duty assignments, be af- 
forded the opportunity of services under Public Law 99-457. 

Last, to foster a national standard of best practice for infants, 
toddlers and young children among Federal agencies. 

Thank you* 

[The prepared statement of Deborah Sosa Tisdale follows:] 

Statement of Debop,.h Sosa Tisdale, Mkmuer. Federal Iotkraoency 
Coordinating Council, Tacoma, Washington 

Mr. Chairman and members of the subcommittee* My name is Deborah Sosa Tis- 
dale. I am a parent of two children a^e 5 and 7. My oldest. Joshua, has cerebral 
palsy and is visually impaired. I appreciate this opix>rtunity of addressing you today 
in support of your efforts regarding the reauthorization of the Early intervention 
Program (Part Hi and the Preschool Program (Part B section 613) of the Individuals 
with Disabilities Education Act. I am speaking with you today because I am a 
parent of a child with special needs. I have been actively involved with Public Law 
99-457 for 3Vfc years. My son, Joshua, was fortunate to receive early intervention 
services at a young v ». While he was involved in various programs, I realized that 
many children, especially those of color, do not have an advocate parent who is able 
to spoak on their behalf. This fact has sustained mv involvement on county, State, 
and Federal Interagency Coordinating Council. 

Today, I have been asked to address my views on how the Federal Interagency 
Coordinating Council (FICC) has helped in the implementation and support of early 
intervention and preschool programs throughout our Nation. In the pa^t year and a 
half that I have served on the Federal Interagency Coordinating Council (FICC?. I 
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have witnessed the development of interagency agreements. The development and 
dissemination of technical assistance documents for various components of Public 
Law 99-457, and the organization of national conferences. All of these efforts have 
circulated best practice information and resources, and assisted State systems and 

Earents to better understand the spirit and intent of the law. Most importantly I 
ave seen Federal agencies come together for the sake of children and families. A 
forum where Federal agencies whose mission involves infants, toddlers and young 
children hear how their policies and programs have been translated and the effect 
these programs and policies have on children and families. 

Traditionally a businesses that is providing a service keeps abreast of problems 
their customers encounter and if necessary makes appropriate changes. Historically, 
as with the Education of the Handicapped Act (now IDEA) it takes years to get feed- 
back from consumers as to the realities in the field, what barriers exist that keep 
children and families from being served, and changes consumers feel need to be 
made. With the formation of the FICC, parent participation and continuous contact 
with State ICC's, has allowed issues ana problems of implementation to the council 
to be addressed. This forum is not only good business practice but it is good finan- 
cial management. As States go into a coordinated system of service delivery they 
are discovering there are some obstacles originating on the Federal level. The FICC 
is a means to address these obstacles. In States where duplication of services are 
occurring, coordination encourages better use of funding. The same is occurring on 
the national level due to the collaboration of Federal agencies brought through the 
formation of the FICC. 

When State councils were formed, many States found themselves in a quandary 
as to exactly what they were to do. Many States established regional or county 
councils to obtain grassroots feedback from service providers and parents. These 
local councils looked to the State councils as models. In the same regard States have 
looked to the FICC as a model for collaboration and to provide leadership in the 
coordination of services for infants, toddlers, and preschool aged children with spe- 
cial health care needs. Since October of 1987 I have seen Federal agencies transition 
from an isolationist stance into a collaborative position. This is truly representative 
of the spirit of Public Law 99-457; collaboration, communication and a philosophical 
transition to what is best for children and families. 

I would recommend the following changes to strengthen the FICC as a model for 
the Nation, and assist in the efficacy of the work it is effecting and could accom* 
plish in the future. 

Require in statute the Federal Interagency Coordinating Council, with adequate 
authority, staff, and resources for its activities. (This could include parent reim- 
bursement, staff, office expenses, training and special projects.) As a parent I have 
concerns about the possible lack of participation or representation of participating 
agencies due to administrative changes and agendas. I do not feel it is fair to chil- 
dren and families that the FICC's existence be predicated upon administrative phi- 
losophy. 

Designate membership of the FICC to include current programs/ agencies, parent 
representatives, a Part H director representative, an ICC chair representative, a 619 
coordinator representative, a representative from the Bureau of Indian Affairs, a 
representative from Indian Health Services, a representative from the Department 
of Defense Schools, a Handicapped CHAMPUS representative, and as the council 
deems necessary, any representative of an agency or program directly affecting the 
provision of services to children and families. It is important for me to know that all 
players involved with young children art* working together. That through a process 
of representation all States and territories have a voice on the FICC. Although these 
are my personal recommendations I feel strongly that the FICC should have the 
flexibility to address the size and constituency of the council as seems appropriate 
for issues being addressed. 

Authorize the FICC to address issues for all young children with disabilities and 
especially those classified "at risk" for disability. Since many States are opting not 
to serve young children classified "at risk" under Public Law 99-457 it is important 
that the FICC sustain the model for inclusion of these children. Many States are 
serving these children on a selective basis through other programs. It is important 
that programs serving children classified "at risk ' are kept involved on a State and 
national level. 

The FICC should have certain responsibilities which should be developed as a 
group process. These might include: review of draft Public Law 99-457 implementa- 
tion policy statements from Federal agencies; forum for reviewing procedural safe- 
guards decisions and appeals as implementation occurs across the Nation; clarifica- 
tion and interpretation of policy and assignment to appropriate Federal agency(s) if 




87 

appropriate. This would be reflective of the interagency wilaboration that is being 
fostered. Foster participation that assures all infants, toddlers, and young children 
throughout the United States and territories, to include dependent children of civil- 
ian and military personnel serving with the armed forces on overseas duty assign- 
ments, be afforded the opportunity of services under Public Law 99-457; foster a na- 
tional standard of best practice for infants, toddlers, and young children among Fed* 
eral agencies. 

In closing I want to again express my support for this bill and say that as a 

Earent of a child with special needs I appreciate the progress that the FICC has 
elped to facilitate across the Nation. I feel strongly that the hearts of this country 
are returning to its children. My hope is that the sense of commitment I have en* 
countered across this Nation is felt by members of this committee today. Please help 
keep that momentum going. 

Chairman Owens. Thank you very much. You have been in- 
volved at all three levels of these parent participation bodies? 
Ms. Tisdale. Right. 

Chairman Owens. How have you been able to do that? 

Ms. Tisdale. My husband stays at home with our children. That 
is how it is. We have made lots of sacrifices. My husband has not 
been employed for the last two and a half years so that I could 
become involved on all of these levels. We have a personal commit* 
ment to this. 

Chairman Owens. What about the experience of other parents? 
Do you find that there is a reasonable number of parents involved? 

Ms. Tisdale. I think it is extremely difficult for most parents, 
even for myself, financially The indirect costs that are involved 
makes it very difficult for parents to sustain involvement, even on 
a State or county lavel. Just the demands of having a child with 
special needs— running to doctors, running to therapies— really 
impede on the time that is available for parents to become involved 
on a system-wide level. 

Chairman Owens. In what ways could the Government provide 
greater incentives for parent participation? 

Ms. Tisdale. I think as we go into implementation with Public 
Law 99-457, 1 think that is going to be alleviating a lot of the prob- 
lem. Currently, I have been known to drive 130 miles a days when 
we were receiving early intervention services for my son. I didn't 
have time for much else, not even my other daughter. We barely 
had time to get baths and get meals made. I tlrnk that's a reality 
for most families. As we go into a system of community-based care, 
hopefully, services will be very easy to access for families. They 
will not have to have services and obtain services that are miles 
away from where their home is. 

Chairman Owens. I meant in terms of participating on some- 
thing like the Interagency Coordinating Committee. How often 
does that bring you to Washington? Once a year? 

Ms. Tisdale. More often than I would like to imagine. Even this 
month, I had two trips here to Washington. Usually, it is at least 
on a quarterly basis. On the State level, minimum of once a month 
or twice a month that I have to attend meetings. Usually, it is 
sometimes on a weekly basis that J have to go to either a center in 
our State or to the State capital for meetings or other business. On 
the county level, it is usually just on a monthly basis. 

One of the most difficult things for parents is that so often we 
feel like we have to go begging for funds to be able to get ourselves 
anywhere. Having the extenuating medical expenses for a child 
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with special needs does not always allow me to use free money. 
There is no money in our budget. Oftentimes, I have heard families 
refer that they are using their grocery money to be able to go to 
conferences and get more information and to learn advocacy skills 
for themselves and for their child. 

I think what would be really helpful would be to first— you men- 
tioned earlier with the parent-training information centers across 
the country as a resource for parents — give some money to them. 
They are so involved right now with the majority of their children 
being from six on up, that they don't always have a lot of time to 
work with families and parents of children with younger infants 
and toddlers. 

Secondly, I think I would like to see an increased budget for 
parent participation on the State and Federal level. 

Chairman Owens. Well, we would like for the record to show 
that we greatly appreciate your time and energy and other re- 
sources that you have put into this and that other parents like 
yourself have put into this. 

Thank you very much for testifying. We would like to thank all 
of our witnesses for testifying today. 

We would like the record to show that this hearing is not ad- 
journing; we are recessing until tomorrow when the hearing will be 
continued. 

[Whereupon, at 1 p.m., the subcommittee recessed, to reconvene 
at 10 a.m„ Friday, April 12, 1991.] 
[Additional material submitted for the record follows.] 

Statement of Hon. Josfc E. Serrano, a Representative in Congress from the 

State ok New York 

Mr. Chairman I am pleased that you have convened these hearings to address the 
growing needs of an underrepresented population. 

Education for the disabled has undergone many changes as a result of judicial 
and legislative actions. We have in a short time learned that special education does 
make a difference, and that preschool programs and early intervention services pro- 
vide disabled children a better chance of achieving their potential. 

I believe that Part H holds the promise of long overdue reforms and improve- 
ments in the way we serve infants and toddlers with special needs and their fami- 
lies. I am ecstatic that families are recognized in the act. For parents are the true 
advocates in obtaining civil rights for their children. The changes and practices of 
special education are the results of diligent parents 1 efforts seeking to redress the 
flaws with the education their children were receiving. 

It is in our national interest to continue funding for these programs. As many 
States move toward the full implementation of the early intervention services, I be- 
lieve that a continued Federal commitment is essential to assure that all eligible 
infants and toddlers and their families will be served. 

I concur with Chairman Owens and will work toward increasing opportunities for 
minority, Native American children and, the economically and educationally disad- 
vantaged to fully participate and benefit from these programs. Effective preschool 
programs have demonstrated the likelihood of a successful transition when children 
leave special education programs. That, I believe is the goal; to develop a "special" 
population ready to further their education, contribute to the work force and 
become civic minded responsible citizens. 

I look forward to listening to the testimony of our distinguished panelists. 

Statement of Hon. Donald M. Payne, a Representative in Congress from the 

State of New Jersey 

Mr. Chairman, let me commend you for calling this hearing on the Individuals 
with Disabilities Education Act (IDEA), which is the main Federal law that provides 
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for the education of disabled infante, toddlers, children, and youth from birth 
through a^e 21. 

The basic State grant and preschool grant are permanently authorized in Part B 
of the act. These programs assist the States in serving children and youth with dis- 
abilities. It also provides educational services for Native American children and it 
strengthens the comprehensive system of personnel development under the State 
plans. 

Additionally Part H authorizes a formula grant program to assist States in devel- 
oping and implementing a statewide program of early intervention services for in- 
fants and toddlers under the age of 3 and for their families. 

We must continue to provide adequate funding for these programs that provide 
crucial services for children with disabilities and their families. 

Moreover, we must continue to reach out to black. Hispanic, Native American 
and other previously underserved populations and offer those children and their 
families educational and support services. 

As you know last year, President Bush signed into law the Americans with Dis- 
abilities Act, which is the most comprehensive civil rights measure since the Civil 
Rights Act of 1964. 

As it was stated many times during the fight for approval of the act, "People with 
disabilities have the same inalienable rights as other people to participate ia the 
mainstream of society." 

Mr. Chairman, hopefully, through the services that will be provided for in this 
act, we can begin to identify as early as possible which children need the early 
intervention services and we can begin to help them and their families as they try 
to become as independent and productive as they possibly can. 

I would like to welcome the witnesses and I especially look forward to hearing 
about the experiences of the parent representatives. I would also like to welcome 
our colleague and good friend Mike Espy, from the State of Mississippi. 



ERIC 




90 



STATEMENT OF TESTIMONY 
on 

Legislation to Reauthorize Part H 
of the individuals with Disabilities 
Education Act 



Respectively Submitted 
to the 

Select Education Subcommittee 
House Committee on Education and Labor 

The Honorable Major R. Owens, Chairman 



National Association of State Mental 
Retardation Program Directors, Inc. 

April 11, 1991 



91 



I. Introduction 

The National Association of State Mental Retardation Program Directors 
is a non-profit organization consisting of the designated officials in 
the fifty states and territories who are directly responsible for the 
provision of long term care services to a total of over one-half million 
children and adults with developmental disabilities. The principal role 
of NASMRPD member state agencies is to finance and coordinate the 
delivery of residential, daytime and support services for persons with 
severe, lifelong disabilities, the vast majority of whom are adults. In 
a real sense then, state mental retardation/developmental disabilities 
agencies deal with the consequences of society's past failure to prevent 
disabilities and ameliorate the consequences of such conditions through 
early intervention services. This year, for example, state MR/DD 
agencies collectively will spend more than $13 billion on services to 
children and adults with severe disabilities. 

NASKRPD member state agencies have a special interest in legislation to 
amend and extend Part H of the Individuals with Disabilities Education 
Act (IDEA). In roughly one third of the states, the state HR/DD agency 
serves as the lead agency for Part H planning and implementation. Even 
in states where the MR/DD agency is not the designated lead agency, it 
generally is represented on the state's interagency coordinating council 
for early intervention services and o*ten is one of the major loci of 
responsibility within state government for financing *uch services. 

The recent history of tue field of developmental disabilities offers a 
powerful illustration of the benefits of early intervention services. 
In 1965, over 91,000 children and youth were residing in public mental 
retardation institutions. By 1989, the number of state facility 
residents under 21 years of age had plummeted to just a little over 
g^OO, 1 This precipitous decline in the number of institutionalized 
children over the past twenty-five years is the product of many forces, 
but certainly the wider availability of resources through the public 
schools and other community based social service agencies has been a 
principal factor in allowing children with disabilities to remain part 
of their families and communities. With the average c*st of a public 
institutional placement now exceeding $70,000 a year, state MR/DD 
agencies would be spending close to $6 billion more each year If the 
1965 childhood Institutional census had not declined over the past 
quarter century* 

In view of both the human and fiscal payoffs associated with early 
intervention services for infants and toddlers with disabilities, 
NASHRPD strongly supports the enactment of legislation to extend and 
amend Pa~t H of the Individuals with Disabilities Education Act. The 
creation of a comprehensive, responsive, statewide network of early 
intervention services for such youngsters and their families deserves to 
be a national goal of the highest priority. 

The accomplishment of this goal, however, will not be furthered by 
ignoring the very real fiscal and programmatic realities many states 
have encountered in their attempts to institute a comprehensive early 
intervention system. The challenge before this Subcommittee, as it 
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undertakes the difficult task of revising and updating the provisions of 
Part H, is to strike a proper balance between addressing such realities 
in a sensitive manner *nd assuring that the original vision of the 1986 
legislation is achieved as expeditiously a* possible. 

II, Status of Part H Implementation 

The Carolina Policy Studies Program (CPSP) at the University of North 
Carolina at Chapel Hill recently issued a report on the status of the 
states' progress in implementing Part H of P.L. 99-457. This report, 
based on feedback from the Part H coordinators in 50 states and the 
District of Columbia, concluded that the states, in general, had 
achieved "substantial progress across all of the fourteen components. . 
of a comprehensive early intervention system delineated in the Act. 
However, the CPSP researchers also pointed out that "[i]t appears that 
the states are moving more slowly toward the accomplishment of the 
implementation goal [of Part H] than Congress expected". 2 

Among the principal barriers to full implementation of Part H that are 
identified in CPSP 1 s report are: 



Concerns about the financial ramifications of a new 
entitlement program, particularly in view of the precarious 
fiscal outlook facing many states. As the authors of the 
report note: "The introduction of a new entitlement program 
with an uncertain, but clearly significant financial 
commitment is viewed with apprehension by state public 
decision makers." 

The inadequate level of federal financial assistance. As 
CPSP notes in its report, "there are some policymakers at 
the state level who wish to see a greater financial 
commitment from the federal government, even though there is 
a recognition that the financial problems of the federal 
government are enormous." 



Earlier this year, NASMRPD conducted a survey of its member state 
agencies to determine the views of state MR/DD officials regarding 
legislation to extend and amend Part II of IDEA. Several of the key 
findings of this survey highlight the problems many states face in 
complying with the current timeframes spelled out in Part H: 



An overwhelming majority of the respondents cited the lack 
of adequate funding for early intervention services as the 
single most important barrier to meeting the statutory 
objectives of Part H (i.e., establishing a comprehensive, 
statewide service delivery system that is capable of 
providing appropriate and needed early intervention services 
to all infants and toddlers with disabilities). When asked 
to rate the relative significance of five potential barriers 
to achieving the objectives of Part H (on a scale of 0 to 
3), thirty-six (36) of the forty-four (44) respondents 
indicated that inadequate state/local funding was a "most 
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significant" barrier. The median rating for all respondents 
on this potential barrier was 2.82 out of a possible 3.0. 

* Another closely related barrier that was ranked high by the 
survey respondents was the inadequate level of federal 
financial assistance availahle through Part H, combined with 
the current statutory restrictions on the use of such funds. 
Thirty (30) out of the forty-four (44) survey respondents 
rated the shortage of federal funds as a level 3 (or most 
significant) barrier to implementing Part H. The median 
rating for all respondents on this item was 2.52 out of a 
possible 3.0. 

* The shortage of trained personnel also was viewed as a 
significant barrier to full implementation by many 
respondents. Eleven (11) respondents rated this area as a 
"most significant" barrier, while twenty-one (21) indicated 
it was a "moderately significant" barrier. The median 
overall rating for this potential barrier was 2.02 out of a 
possible 3.0. 

* Ineffective interagency coordination and poor access to 
generic funding sources (such as Medicaid EPSDT benefits, 
etc.) were viewed as less significant barriers by most 
respondents. The median rating for poor interagency 
coordination was 1.0 on a scale of 3.0, while lack of access 
to generic funding sources was rated 1.64. 

* Significantly, very few respondents indicated that there 
states faced "no major outstanding problems" in achieving 
implementation of the Part H requirements within the current 
statutory timeframes. The median rating on this item was 
only 0.11, with just two (2) out of forty-four (44) 
respondents indicating that there were no major 
implementation problems in their states. 

III. Statutory Timelines 

Thus far this fiscal year over thirty states have been forced to make 
mid-year budget cuts; and, trapped between declining revenue estimates 
and rising demand for services (fueled in part by federally enacted 
mandates), the fiscal outlook for the upcoming year in most states is 
even more dismal. A recent analysis of the budget situations in 40 
states, conducted by the Office of the Governor of New York, revealed 
that, collectively, these states will have to find ways of filling a 
budget gap of $33*billion. 

tilth most states either In or about to enter the fourth year of the Part 
H planning/ Implementation cycle, It Is now quite clear that faced with 
the prospect of meeting the "full service" mandate by the fifth year of 
federal funding, as required under current law, or terminating their 
participation In the program, some states may be forced by the current 
budgetary realities to adopt the latter option. The withdrawal of 
states from the Part H program would serve no one's interests, least of 
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all families in these states who carry the primary responsibility for 
raising thousands of infants and toddlers with disabilities. 

NASNRPD, therefore, joins with the Education Task Force of the 
Consortium for Citizens with Disabilities as well as many other groups 
In urging the Subcommittee to adopt amendments to Part H which empower 
the Secretary of Education to waiver existing statutory requirements for 
receipt of Year 4 and Year 5 funding for a maximum of two years, 
providing the requesting state Is able to demonstrate to the Secretar/s 
satisfaction that It has made a *good fa1th m effort to Implement the 
Part H mandates but will be unable to achieve this objective In the 
absence of the requested waiver. We believe that such a special, time- 
limited waiver authority would strike a proper balance between 
recognizing the legitimate impediments many states face in their 
attempts to fully implement the Part H mandates and maintaining the 
momentum generated by the 1986 enactment of P.L. 99-457. 

IV. Funding Formula 

In retrospect, the original 1986 legislation creating the Part H program 
was built on the faulty premise that financial support for the full 
range of early intervention services required by infants and toddlers 
with disabilities could be obtained through existing hea'ith, education 
and social service funding streams, and, therefore, only a limited 
amount of federal "glue money" would be required through Part H to 
orchestrate the design and implementation of a comprehensive, 
coordinated statewide service delivery system. As a consequence of this 
premise, the existing Part H funding formula specifies that available 
funds are to be distributed among the states on the basis of general 
population. 

The states' experiences over the past four years in developing plans to 
implement comprehensive statewide networks of early intervention 
services, however, generally indicate that there are significant gaps in 
funding for such services that are unlikely to be made available through 
existing health, education and social service programs. As a result, if 
the comprehensive statewide network of services that is envisioned in 
Part H legislation is to become a reality, new or supplemental funding 
authorities will need to be created in many states. Certainly, the 
federal government bears a responsibility for assisting the states in 
meeting such direct serv'. e costs. 

This objective should be addressed through the establishment of a new 
Part H funding formula that: (a) recognizes the federal government* s 
obligation to participate In a more substantial manner In the cost of 
furnishing early intervention services; and (b) ties future federal 
funding (above a base allocation level) to the projected number of 
enrollees In state/ local early Intervention programs/ services, rather 
than tie present approach of linking federal funds solely to general 
census figures. This revised allocation formula should be divided into 
two parts. First, to cover the cost of establishing and maintaining an 
administrative infrastructure for early intervention programs as well as 
the costs of planning, training and interagency coordination, a state 
should receive a base allocation, which is adjusted upward to account 
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for general population differences between the states, The remainder of 
the funds appropriated for the Part H program then should be distributed 
among the states on the basis of the number of infants and toddlers who 
are expected to be enrolled in early intervention programs during the 
subsequent year. Adjustments for under or overcounting can be made 
during the state's next annual funding cycle, 

In moving to such a "child count" funding formula, it is particularly 
important that reasonable transition provisions be built into the 
legislation in order to avoid unnecessary dislocations in state planning 
and implementation activities, In particular, the amended allocation 
formula should take cognizance of the fact that states are at very 
different stages of implementing Part H and reward them accordingly. 
The proposal advanced by the Carolina Policy Studies Program — i.e., to 
differentiate between planning funds and implementation funds and allow 
states three years to reach full implementation once they begin to 
provide direct services in accordance with their comprehensive early 
intervention system plans — strikes us as a reasonable approach. Such 
an approach, as CPSP pointed out in a recent report, would recognize 
that "implementation of a new system of policies is not a single static 
event, but a dynamic act that takes place over time." 3 No state can be 
expected to leap from the planning stage to full implementation 
overnight and, therefore, the funding formula should reward states for 
increasing the number of participants in early invention programs so 
that they have direct financial incentives to achieve the full service 
mandate of Part H. 

V. Authorization Levels 

It should be obvious from the discussion above that NASMRPD believes 
that a substantial increase in the level of federal financial 
participation will be necessary if the original vision of Part H is to 
be realized in all fifty states. Should Congress decide to adopt the 
Administration's proposal to consolidate Chapter 1 ESEA and Part B IDEA 
funding, the need for increases in Part H support will be all the more 
pressing, especially in those states which have relied heavily on 
Chapter 1 funds to support early intervention services for infants and 
toddlers with disabilities. 

Under the circumstances, NASMRPD recommends that an authorization level 
of at least $250 million be established for FY 1992, with higher levels 
in subsequent fiscal years to reflect the anticipated growth in the 
total number of infants/toddlers receiving early intervention services. 
The proposed FY 1992 spending level would represent a federal 
contribution of roughly $1,000 per child, while still allowing for 
continued federaTparticipation in the costs of state-level planning, 
training, coordination and administrative activities under Part H. 

VI. Need for Increased State Flexibility 

One criticism that has been levied against the planning/implementation 
process laid out in Part H statutes and regulations is that it is based 
on a unilateral vision of what a comprehensive early intervention system 
should include and, consequently, leaves too little room for local 
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initiative and true involvement of families in the formulation of 
policies and practices. 

When Part H was originally drafted, an effort was made to establish a 
set of broad policy goals and a process through which each state would 
be able to build upon the resources and capabilities at its disposal to 
construct a comprehensive, statewide system of early intervention 
services. As time has parsed and states have proceeded with their 
planning/implementation efforts, however, NASMRPD has received an 
increasing volume of complaints from the states that the statutory and 
regulatory requirements of Part H are unnecessarily rigid and force 
states into developing clinically driven models of early intervention 
services. These compliants are echoed by families in some states, who 
believe that early intervention services are being structured in a way 
that emphasizes the role of the clinician, rather than being family- 
driven. 

We recognize that the Subconwittee will be asked during the 
reauthorization process to add further specifications in Part H to 
memorialize the roles of various clinical sub-specialities in the 
delivery of early intervention services. For our part, we hope Congress 
will resist such entreaties and instead focus on ways of eliminating 
unnecessary details from the existing law and promote a more family- 
centered approach to programming and policy development. 



****** 



We wish to express our thanks to the Subcommittee for this opportunity 
to offer our organization's views regarding legislation to reauthorize 
Part H of the Individuals with Disabilities Education Act. if we can be 
of further assistance to the ■embers and staff of the Subcommittee as 
this legislation is prepared and marked up, please feel free to contact 
us . 
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Footnotes 



1 1990 Chartbook: Services for People with Developmental Disabilities , 
Center for Residential and Community Services, Institute on Community 
Integration, University of Minnesota, 1990, p. 24. 

2 Harbin, G.L., J.J. Gallagher, T. Lillie and J. Eckland, "Status of 
States' Progress in Implementing Part H of P.L. 99-457: Report #2", 
Carolina Policy Studies Program, Institute for Child and Family 
Policy, Frank Porter Graham Child Development Center, The University 
of North Carolina at Chapel Hill, October 9, 1990, pp. 20-23. 

3 Gallagher, J., G. Harbin, R. Clifford, J. Eckland, P. Place, P. 
Tul lager and K. Huntington, "Recommendations for Reauthorization: 
Part H of P.L. 99-457", Carolina Policy Studies Program, Frank Porter 
Graham Child Development Center, University of North Carolina at 
Chapel Hill, January 29, 1991. 
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Good afternoo.i, Chairman Ziegler and members of 
the receiving panel. I am Sue Walter, a parent 
representative on the Illinois Interagency Council 
on Early Intervention. I am accompanied this 
afternoon by the Illinois Part H Coordinator* 
Audrey Witzman. I am pleased to be presenting 
on behalf of the members of the Illinois Inter- 
agency Council regarding the reauthorization of 
Public Law 99-457, The Education of the Handicapped 
Act Amendments of 1966. 
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My husband and I are parents of two children; our preschool age 
daughter has cerebral palsy. Since I have been involved with the 
planning and implementation of Public Law 99-457 for several years, 
I have been able to view this endeavor not only globally, from a 
statewide perspective, but also from a parent's point of view. 
Today I will discuss six issues, each of th-»m impacting on the 
family as well as tne statewide system. The issues are: 

1) funding from the federal government; 

2) timelines for planning and implementation; 

3) lack of appropriate services in community-based, 
non-segregated setting; 

■i) expansion of the number of members able to participate 
on the Council; 

5) fee for service structure; and 

6) the eligibility for Council membership based cn the 
ago our handicapped child. 

Funding From the Federal Government 

Illinois was disappointed to learn about the ur.imal increase of 
Part H funds for the Years Four and Five. We understand there is 
the possibility of accessing at least 16 different Federal programs 
to assist us with funding, but there are difficulties related to 
^th^^^ort. The Federal programs have differing eligibility 
criteria, differences in funding approaches, discretion in setting 
priority for funding, and discretion in determining the target of 
assistance, such as the provider, family or individual as the 
recipient . 
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Just as our complex State is experiencing difficulties in determining 
how much of an agency's money is presently going for some aspect 
of early intervention, we envision accessing multiple federal program 
dollars to be just as frustrating. In the meantime, we must make 
decisions about a statewide system and legislation with possible 
federal and state funding levels yet to be ascertained. Part H 
funding needs to be increased in these last two years , allowing 
p-ates to phase-in needed programs and have access to start-up 
costs. After that, funding levels need to remain for three to 
live years to allow states to adjust costs for participating agencies 
and assume the total financial responsibility on a phase-in basis 
accessing all the complex resources possible. 

Timelines for Planning and Implementation of the Statewide System 

Five years for planning, developing, and implementing afumes all 
states are similar in resources and legal systems. Our State* like 
others, is very complex. Our Council has representation from nine 
agencies. Our diversity of populations and geographic areas cannot 
be disputed. Because our State chose to use some planning monies 
for pilot efforts, we find ourselves in a dilemma of rushing to 
legislate a statewide system without definite answers concerning 
levels of possible Federal program funds or delaying our fourth 
year application and risking a cutback on successful pilot programs 
we fund, only to enlarge them next year and search for dismissed 
staff. 

There needs to be five years of actual planning for states as large 
and complex as ours without risking cutbacks in needed and Fucccssful 
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programming, two year phase-in time before actual services are 
provided statewide would ensure better services at a growth rate 
a state could manage. Illinois has made great strides in serving 
at risk preschoolers. We do not want to jeopardize our momentum 
for needy young children and risk a negative reaction from our 
legislators because we hurried a very complex endeavor. 

Need for Community-Based Non-Segregated Settings 

Speaking of hurrying a complex endeavor, I am concerned that infants 
and toddlers will be placed in settings for handicapped children 
rather than provide our children the opportunity to receive services 
in community-based non-segregated settings. This third issue deals 
with the fact that least restrictive environment needs to start with 
this age group. The settings are not yet available nor the personnel 
to staff them. 

Number of Members on Council 

My fourth concern is in regard to the size of the Council. Even 
though we can grow beyond 15 with ex officio members/ we need more 
parents in relation to the number of professionals sitting on most 
Councils. Allowing states to set their own maximum; possibly up 
to 25, seems more logical because each state is so different. 

Fees 

I am probably most concerned that states may establish a schedule 
of sliding fees. I understand this could be necessary to access 
certain public funds, but parents with handicapped children 
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already view themselves as an underclass. The sheer fact that the 
lives of family members aire complicated by medical and social issues 
suggests that families should not be ponalized again by financial 
constraints for these services. Free and appropriate services 
should be available to all, especially the workinq poor. Families 
who can, might be urged to donate resources for others less fortunate, 
but services should not depend on your monthly income or whether 
your -ob is secure or in jeopardy this year. When programs base 
services on a family's ability to pay, some families might not 
receive the services as often or as in-depth as other families. 

Council Mumbtirs Eligibility 

My final issue concerns the statement in the law that I must give 
up my voice and vote on the Council when my daughter reaches six 
years of age, which in my case will be May, 1990) , As a non- 
professional parent, I have worked hard to learn all I can about 
Public Law 99-457. Just when I become most valuable, most confident, 
and most informed, I must leave my membership on the Council to 
another parent because my child turns six. Even though my child 
grows older, I can still remember our anguish and frustration in 
those early years of searching for answers. Expand the age range 
of the member's child to nine or ten. Let the knowledge we parents 
have gained work for you. 
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STATEMENT ON THE REAUTHORIZATION OF 
P.L. 99-457, PART H AND B-619 



The NATIONAL CONGRESS OF AMERICAN INDIANS id the oldesc, largest, and 
mo<jt powerful of all Indian organizations. NCAI membership includes 
216 Indian and Alaskan Native tribes in the United States, and 
represents approximately 80% of the 1,6 million American Indians and 
Alaskan Natives. 

The NCAI'a Issues Committee on Disabilities was established to provide 
advocacy for Americans with developmental and acquired disabilities 
birth through sunset years. The Committee is therefore submitting the 
following statement to the Congressional Committee on Education and 
Labor, Subcommittee on Select Education, House ot Representatives. 



Issue 1: Congressional hearings held in Washington, D.C., effectively 



prohibit many American Indians from testifying because of 
the location's inaccessibility due to costs and travel 
distance. Results of hearings reflect white, middle class 
concerns instead of a broad scope of minority populations 
from across the United States. 



Recoamendation : Hearings should £a held in each state at a time and 



place designated t, the Developmental Disabilities Coun il 
of the state, in cooperation with concerned agencies. 
Hearings should be publicized well in advance, and disable 
persona and/or their families, especially minorities and 
American Indians, should be encouraged to attend and testify. 



Issue 2: Lack of cooperation between agencies that provide services 



tc individuals, tost agencies view themselves as "pro- 
vider of last resort," which often means a child goes 
without services while the agencies squabble about which 
one of them will take responsibility (pay the bill) . 



Recommendations Wording in "Medical and other non-Part H services" 



S303.3^Ce)C1 ) should be rewritten to include consumable 
items such as pampers, skin creams, disposable hygiene 
wipes, and bed/chair disposable pads, etc. as require d 
medical supplies . Wording should also specify a time- 
frame in - w,iich the case manager is mandated to determine 
the source of the "other" services. 



Issue 3: The recent priorities of p.L. 99-157 are quite restrictive, 
and differ considerably from the original priorities, 
leading to less local control over program development. 

Reconraendations Administration at the National level needs to return 
more local control of program development to communities, 
which know their clients, families, resources, und cultures. 



P.L. 99-<*57, PART H AND B-619 
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Issue 4i American Indian infanta are beinp born wltn disabling 



conditions at three times the rate of all other babied in 
the IMitod States, yot Part H and Part B are often not 
available to Indian infanta and toddlers because of rural 
area barriers, low incofoe, program guideline barriers, and 
oultural factors. ' 



Recommendations Amend Section 653 to apeolfy a priority for states 
to undertake expanded outreach to low Income and minority 
and underaorved populations, Tho priority should include 
the participation of tribes, Indian organizations, and 



Indian persons in the development of all phases of program 
development % 



Issue gt A family member may wish to be the case manager for a child 



within the extended family, Reluctanoe to have a non- 
Indian "manage" the child and the family is common, yet 
family members are prohibited from being case managers. 



Recommendations TVia IFSP section should be amended to include the 



possibility for a family member to be a case manager 
(service coordinator would be a be'*t«r term), to receive 
training, and to be paid for his/her work, 



Issue 6t Many of the educational components are unfamiliar to 



American Indian parents, who are frequently already 
overwhelmed by their child's disability. Parents need 
to learn how to advocate for their child , how to par- 
ticipate m the IFSP, and how to work cooperatively with 
their onild'a educational program. 



Recommendation i Modify current priorities for parent training by 

Parent Training and Information Centers to include training 
for parents of infants and toddlers, to stress outreach to 



minority, low-income, and underserved populations, and 
to emphasize cultural sensitivity in PTC staff training. 
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Pediatric Nutrition Practice Croup 

Pediatric Nutrition — A Building Block for Lift* 

Apr i 1 21 . 1991 
Honorable Donald Payne 

Chairman, Subcommittee on select Education 

Education and Labor Committee 

House Annex 1, Room 51a 

New Jersey and E Street, S.E. 

Washington, DC 20515 

Dear Mr, Chairman: 

I am pleased to submit comments on the re-author i nation of 
P.L. 99-457, Education of Children with Special Needs, for the 
Pediatric Nutrition Practice Group (PNPG), a dietetic practice 
group of The American Dietetic Association (ADA). As the 
nation's largest association of food and nutrition Prof es3 loan 1 s , 
ADA's more than 60,000 members promote health and nutritional 
status of the population through quality dietetic practice, 
education and research. 

P.L. 99-457 recommends nutrition services for handicapped 
children, a vast improvement of P.L. 94-142, which omitted a 
necessary health and nutrition component. The inclusion of 
nutritionists as early intervention service providers and 
nutrition services as part of a comprehensive service model 
ensures that the growth, nutrition and feeding issues which face 
many children and their families served under Part H are 
adequately addressed. 

The essential role of optimum nutrition for infants and 
children in achieving their full potential is well documented in 
the literature. The impact of many of the nutrition, feeding, 
and/or growth issues on a child's development and on the family, 
need to be addressed as part of a comprehensive system to prevent 
or ameliorate developmental disabilities. Often times the 
growth, feeding and/or nutrition concerns faced by these families 
in caring for their infants and toddlers are readily identified 
by the family through the Individualized Family Service Plan 
(IFSP) which serves as the focal pcmt of the early intervention 
service system. However, experience has shown that it has 
remained difficult for families to have these concerns addressed 
unless a provider trained in special needs nutrition, such as a 
registered dietitian, is part of the early intervention team. 
With nutrition services included as part of comprehensive care 
under Part H, the problem of resource identification and 
availability should be alleviated, once states have their systems 
in place. 
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A recent survey of infants and children m Public Health 
Region IX found that forty-rnne percent of the 0-2 and 3-5 year 
olds were at nutritional risk. These children manifested slowed 
growth rate, feeding problems and nutritional deficiencies. 
These data are supported by the preliminary findings of a SPRANS 
project, Early Start {Region 1) which is currently documenting 
nutrition and feeding issues in the 0-3 population in 
Massachusetts. Initial reports indicate that forty-three percent 
of all the children (N027) have shown a delay below the 6th 
percentile in one or more growth parameters (weight/age, 
height/age, and/or weight/height), that is similar to children 
with Failure to Thrive. Over twenty percent of the children had 
delayed introduction to baby, junior or table food and/or use of 
cup. fingers or spoon for self-feeding. Initial impressions of 
required services indicate that in order for adequate nutrition 
services to be provided, systems of care must be developed within 
states to ensure that appropriate referral and coordinating 
mechanisms are in place, and that sufficient time for nutritional 
assessment, intervention and monitoring is provided. 

Re-authorization of P.L. 99-457 will give the states the 
necessary time to more adequately develop systems for the 0-3 
year old population served under Part H . "a-authori 2ation will 
also provide states with the time to address personnel needs by 
identifying gaps in services and to provide training to assure 
that adequately trained staff will be available to meet 
operational standards. Three federally funded courses presently 
exist to train nutritionists and other health professionals on 
nutritional and service needs of the child with special health 
care needs. However, there still remain large numbers of 
dietitians and other health professionals who require this 
training. Continued funding of nutrition training and nutrition 
services is pivotal to provision of service to the child and 
family served under Part H, 

In summary, nutrition services need to be a component of the 
Early Intervention intake and ongoing evaluation process if early 
identification and nutrition intervention in this at-risk 
population is to take place in a family centered, community based 
model of service. Our clinical experience indicates that 
nutrition services as outlined in Part H of P.L. 99-457 should be 
a mandatory component of Early Intervention services. 

Wo would like to request that these comments become part of 
the public record. Thank you for the opportunity to address 
these concerns. 



Sincerely, 




Susan Krug-Wispe, MS, RD, LD 
1990-91 PNPG Chairman 
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HEARING ON REAUTHORIZATION OF THE 
EARLY INTERVENTION AND PRESCHOOL PRO- 
GRAMS UNDER THE INDIVIDUALS WITH DIS- 
ABILITIES EDUCATION ACT 



FRIDAY, APRIL 12, 1991 

House of Representatives, 
Subcommittee on Select Education, 
Committee on Education and Labor, 

Washington, DC 

The subcommittee met, pursuant to call, at 10 a.m., Room 2175, 
Rayburn House Office Building, Hon. Msgor R. Owens [Chairman] 
presiding. 

Members present: Representatives Owens and Ballenger. 
Staff present: Maria Cuprill, Patricia Laird, Wanser Green, and 
Sally Lovejoy. 

Chairman Owens. The Subcommittee on Select Education will 
come to order. 

Today's session is a continuation of the hearing begun yesterday. 
I will not reread the opening statement. However, I would like to 
begin by commenting that the task that we are undertaking with 
respect to these hearings on the reauthorization of this important 
legislation, is as vital as any task taken anywhere in the Capitol 
with respect to education for children. 

The way we treat our most fragile children sets the pace and the 
tone for the way we treat our children in general. For that reason, 
we place a great deal of importance on these hearings. 

I yield to my ranking member, Mr. Ballenger, for an opening 
statement. 

Mr. Ballenger. Thank you, Mr. Chairman. 

I made a short statement yesterday, and I would like to com- 
mend you for pulling together this hearing, because as you know, I 
am new at being the senior member of this subcommittee, and I 
am receiving an education from the hearings, and becoming more 
knowledgeable about what these witnesses want, and what I think 
is possible. 

I would again say we are fortunate to have somebody like you in 
charge. 

Chairman Owens. Thank you very much. 

I want to thank you for the tremendous contributions of North 
Carolina, both yesterday and today. We are quite impressed. 

We are going to have two panels. Panel one consists of the fol- 
lowing persons: Dr. James Gallagher, Carolina Institute for Child 

(107) 
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?T nd ^ Pa J? lily ,. Poli Q r ' University of North Carolina, Chapel Hill, 
North Carolina; Dr. Samuel Odom, Peabody College, Vanderbilt 
University, Nashville, Tennessee; Lieutenant Colonel F. Christian 
Sautter, West Point, New York; Ms. Virginia View, speaking for 
Ruth Rucker, Low-Income and Minority Parent, Empowerment 
Task Force, Mental Health Law Project, Washington, DC. 

The Consortium for Citizens with Disabilities, Washington, DC, 
will be represented by Lourdes Putz and Dr. Mary Beth Bruder, Di- 
rec Family Support and Early Intervention, MR1 Institute for 
Hu, .an Development, Valhalla, New York. 

We will begin with North Carolina, Dr. James Gallagher. 

STATEMENTS OF DR. JAMES GALLAGHER, CAROLINA INSTITUTE 
FOR CHILD AND FAMILY POLICY, UNIVERSITY OF NORTH 
CAROLINA, CHAPEL HILL, NORTH CAROLINA; DR. SAMUEL 
ODOM, PEABODY COLLEGE, VANDERBILT UNIVERSITY, NASH- 
VILLE, TENNESSEE; LIEUTENANT COLONEL F. CHRISTIAN 
SAUTTER, WEST POINT, NEW YORK; VIRGINIA VIEW, FOR RUTH 
RUCKER, LOW-INCOME AND MINORITY PARENT, EMPOWER- 
MENT TASK FORCE, MENTAL HEALTH LAW PROJECT, WASH- 
INGTON, DC; LOURDES PUTZ, PARENT, AND DR. MARY BETH 
BRUDER, DIRECTOR, FAMILY SUPPORT AND EARLY INTERVEN- 
TION, MRI INSTITUTE FOR HUMAN DEVELOPMENT, VALHALLA, 
NEW YORK, REPRESENTING THE CONSORTIUM FOR CITIZENS 
WITH DISABILITIES, WASHINGTON, DC 

Mr. Gallagher. Thank you very much, Mr. Chairman. It is a 
great honor to be here. 

I appreciate your having these hearings and giving me a chance 
to make some statements on it. I am Director of the California In- 
stitute for Child and Family Policy at the University of North 
Carolina at Chapel Hill. 

For the past three and a half years, we have been with the De- 
partment of Education tracking the implementation of Part VIII. 
We have been trying to answer the questions of the law: whut are 
the forces which are facilitating this implementation; what are the 
barriers which hold back the implementation? 

We have collected surveys, telephone 

Chairman Owens. Dr. Gallagher, please pull the mike closer to 
you. 

Mr. Gallagher. In the search for answers to these questions, we 
have used telephone interviews, document analysis. We have gone 
to six States to do case studies of those States, and the testimony 
that I am about to give will, in large measure, come from the infor- 
mation we collected in this study. 

I provided to the committee a larger set of recommendations on 
the reauthorization, but I would like to focus my time today on 
four issues. One is finance, the other is at-risk children, personnel 
preparation, and birth through 5 issues. 

During the three and a half years that we have been working in 
the States, we have been impressed first of all by the enormous 
energy the States hav? given to this problem. 

We think there is a good-faith effort being made by thousands of 
people out there, and we think it is because this is an issue whose 
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time has come. I think the professionals in the field recognize that 
this is a good effort and one that should have been done a long 
time ago in terms of service to infants and toddlers and their fami- 
lies. 

We also have found four major reasons why States have been not 
as fast in implementation as might have been originally anticipat- 
ed. 

First of all, the law calls for major reforms. They call for profes- 
sionals to do things very differently than they have been doing 
them in the past. They call for interagency collaboration. They call 
for policies related to families. They call for coordination of fi- 
nances. And all of these things represent new ways of doing things. 

The second is that the States have had to generate new policies 
that have had few precedents, and the lead agencies and interagen- 
cy coordinating councils haven't really had the power or the clout 
to make their wishes reality. 

And so, all the decisions have had to be made through compro- 
mise through negotiations, and that takes time. 

Also, the sheer number of separate policies, the interagency co- 
ordinating council can't look at personnel preparation and finances 
and family policy and all of the other dimensions at the same time. 
And so, there are a large number of issues that have to be dealt 
with. 

And, finally, there is the major issue of finance in the States 
themselves. The States collectively are in difficult times from a fi- 
nancial standpoint. I had one person tell me in one of the States 
that, we like this program very much, we think it is a thing that 
we want to do. 

We are also underfunded in a large number of other programs, 
and so, we are struggling with how we are going to be able to carry 
out what we know we want to do. 

So, our data suggests that many States will be ineligible to par- 
ticipate in this program if the current time lines are strictly ad- 
hered to. 

I provided the committee with a figure, a chart, which shows 
where the States are collectively in the 14 components required. As 
you can see, the States have made good progress in defining devel- 
opmentally delayed and timetable development and child finance 
systems, in contracting services. 

Their lowest area is in finance. Financial— establishing financial 
responsibility and timely reimbursement. 

The second chart shows a policy of approval, and as— that means 
some official body of the State has said this is our policy on inter- 
agency agreements or on financial responsibility. 

So, let me talk briefly about finance. The evidence from our stud- 
ies clearly indicates that the States have made the least progress in 
those dimensions related to financial responsibility and timely re- 
imbursement and interagency coordination. This is not just because 
of a shortage of funds. It is because of lack of authority of the lead 
agency to assign financial responsibility, and the difficulties in co- 
ordinating the various funding sources. 

So, we recommend two areas in this dimension: That the Federal 
Government needs to embark on a two-level Federal contribution 
in partnership with the States. First, the Federal Government 
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should allocate planning money to allow States that show good- 
faith effort to continue planning until they are ready for full im- 
plementation. 

Second, to aid States in making the expensive transition to full 
service, that funds should be provided up to 100 percent increment 
in current allotments to aid the State in reaching full service. 

Second, we also recommend that the law redirect the financial 
responsibility from lead agency to State by changing the language 
that discusses the responsibility of the lead agency. 

It is one thing to ask the lead agency to coordinate things, it is 
another to have them have the power to do it. We would recom- 
mend the power be given to the State to coordinate it and let the 
State decide what the responsible authority should be that would 
be able to carry out this coordination. 

Second, the area of at-risk children. This is one of the most inno- 
vative aspects of this law, that trying to provide services for young- 
sters who would be at risk for handicapping conditions unless early 
intervention took place. 

Originally, in our earlier studies, we found 22 States that were 
interested in providing— including at-risk children in some way in 
this law. The financial conditions in the State have worsened, and 
as the States realize what the cost would be, many of the States, 
including our large industrial States, have backed off. 

We now have, at most, about 10 States who are currently sug- 
gesting they are still interested in including at-risk children, and 
we have provided a chart of the States for you. On this— -we think 
this is unfortunate, and we would propose the following: 

That the legislation should be amended to provide incentives to 
the States to serve at-risk children at the level of routine periodic 
screening, tracking, monitoring, and referral to existing services. 
We think that States would be interested and eager to try and do 
that, as long as they are relieved of the responsibility of the com- 
prehensive service to every youngster they would call at-risk. 

As soon as a youngster showed evidence of a handicapping condi- 
tion, then they should be referred and put into a different category 
and given comprehensive services. 

Second, we would ask for a special analysis of funding sources 
from laws other than Public Law 99-457 to identify public, private, 
State and local funds that could be utilized to provide services to 
at-risk children. 

We think this is one of the most innovative parts of the law, and 
we think it should be implemented, but it will not be implemented 
under the current conditions, because the States are backing off; 
they are afraid of the financial consequences. 

It was clear to the framers of this law that comprehensive serv- 
ices should be delivered by qualified personnel. Our various studies 
show major shortages in all of the dimensions of personnel to pro- 
vide qualified services in this particular area. 

We also have found that the States have not been very active in 
developing either personnel standards or a plan for personnel prep- 
aration. 

We believe that this lack of concern is not because of their lack 
of interest, but because they have been worrying about other 
issues, such as finance, family policy, et cetera. 



9 

ERJC 



Ill 



It seems clear that personnel preparation, being a long-term 
problem, has yielded the center stage to other more immediate, 
pressing issues. So, we are recommending that a personnel set- 
aside— personnel preparation set-aside of 5 to 10 percent of the 
Part H funds— be specifically expended by the States on the devel- 
opment and implementation of a comprehensive plan for personnel 
development, which includes pre-service and in-service training. 

We would also ask that a study be done of the various Federal 
personnel preparation initiatives in order to see where the gaps 
and duplications might be from the various agencies that are cur- 
rently supporting personnel preparation programs. 

Finally, the birth through 5 issue. There are many people in the 
States who are concerned about the transition period when the 
child reaches age 3, and then as— comes under another area of au- 
thority under section 691. 

And the current Part H requirements for interagency coordina- 
tion, for family empowerment, for IFSP, for case management, 
seems to us to fit the current knowledge of families and child de- 
velopment most effectively. 

So, we believe that the changes in the law and regulations 
should move in the direction of the current Part H model. We 
would recommend, therefore, that Congress attempt to achieve a 
seamless program from birth through 5, and to modify both Part H 
and section 619 with this goal in mind. 

We also believe that IFSP should write one set of regulations to 
cover the birth through 5 age range. There are many other issues 
that are listed in our paper called "recommendations for reauthor- 
ization" that has been provided to the committee. 

We appreciate the opportunity to appear. We welcome any ques- 
tions from the committee on this testimony. 

[Ihe prepared statement of Dr. James Gallagher and attach- 
ments follow:] 
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TESTIMONY OF DR. JAMES J. GALLAGHER ON 
THE EARLY INTERVENTION PROGRAM, PART H, 
AND PRESCHOOL PROGRAM, PART B/SECTION 619, 
OF THE INDIVIDUALS WITH DISABILITIES ACT 

April 12, 1991 

TO: SUBCOMMITTEE ON SELECT EDUCATION 
HOUSE OF REPRESENTATIVES 

My name is Dr. James Gallagher, and I am the director of the 
Carolina Policy Studies Program at the University of North Carolina at 
Chape! Hill. For the past three-and-a-half years, our policy studies 
program has been analyzing and following the implementation of Part H 
of P.L. 99-457 in the fifty states and the District of Columbia. We hay e 
conducted case studies of six (6) diverse states, and have conducted 
surveys, document analyses of state policies, focus group interviews, 
and telephone interviews, in order to collect information about: (a) how 
the states were progressing, (b) what factors facilitated states' 
progress in implementing this monumental legislation and (c) what 
barriers stood in the way of effective implementation of this law. My 
testimony today will rely heavily on the findings that we at the Carolina 
Policy Studies Program CPSP have accumulated. I have brought a few of 
our policy reports with me in addition to the more extended 
recommendations regarding the reauthorization process. 

Today, I will briefly discuss the broad context facing states as 
they implement this law and then present four areas that based upon our 
research need to be addressed in reauthorization: finance, at-risk 
children , personnel preparation , and frirth through five programs. These 
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four policy areas were selected from a list of ten that are included in 
our written testimony. 

During the three-and-a-half years of our study, we have become 
increasingly impressed, at CPSP, with the enormous energy being placed 
on the implementation of this law within each of the states. Literally 
thousands of people around this country have been engaged in 
conscientiously trying to take the federal mandate and apply it to their 
own particular state situation. In large measure states have shown a 
•good faith* effort to comply with the various mandates of the law. 
However, there are four major reasons why states have not progressed 
further in implementation 

1. The law has encouraged major reforms in the human services 
delivery system in the states. These reforms include 
coordination of funding sources, cross-discipline cooperation, 
family empowerment policies, the development of a statewide 
system of personnel preparation, and many other long delayed 
actions. 

Thus, states often have had to generate new policies that have 
few precedents and that is always time consuming. 

2. Since, within each state, no one person or agency has the 
authority to direct or command the required action, lead 
agencies and Interagency Coordinating Councils have had to 
reach decisions through compromise, consensus and negotiation. 
This, too, is time consuming. 

3. The sheer number of separate policies that have to be negotiated 
among various agencies and groups of providers is another 
barrier to rapid completion of the federal mandate. 
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4. Finally, this exercise in major reform of child services was 
done during a time when the majority of states face serious 
financial shortfalls, the difficulties of meeting the time 
requirements of the law have been extensive. 
Our data indicate that despite the effort and progress made, many 
states will be ineligible to participate in this important federal program 
if the current timelines are strictly adhered to. What is needed now is 
federal action that recognizes both the constraints that states are 
operating under and the new phase of implementation. 
Finance 

The evidence from our policy studies clearly indicates that states 
have made the least progress in those components of the law that 
require assignment of financial responsibility, timely reimbursement 
and interagency coordination. This is not just because of a shortage of 
funds although that is a major problem, In addition, there is the lack of 
authority of the lead agency to assign financial responsibility, and the 
difficulties in coordinating the various categorical funding sources. As 
a result, we recommend that the federal government assist states by 
engaging in a multifaceted approach to this problem. 

1. The federal government needs to embark on a two- 
level federal contribution in partnership with the 
states. First, the federal government should 
allocate planning money to allow states that show 
good-faith effort to continue planning until they are 
ready for full Implementation. Second, to aid states 
In making the expensive transition to full service, 
funds should be provided to the level of a 100% 
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increment In current allotments to aid the states in 
reaching full service. f 

2, The law should redirect the financial responsibility 
from lead agency to state, by changing the language 
In the component that discusses the responsibility of 
the lead agency. 

3, Conduct a study that examines other approaches to 
funding at the federal level instead of the current 
approach of categorical funding. 

Such gestures would show the states that the federal government 
is interested in this partnership , and would provide needed incentives 
for the states io move into the full implementation stage. One of our 
reports focuses upon alternative long range funding options since the 
judgement of our financial consultants is that the current method is 
unworkable in the long run. 
At-Risk Children 

One of the most innovative aspects of this law has been allowing 
the states to include, in their definition of children eligible for Part H 
services, those children who might be at-risk for a handicapping 
condition unless some early intervention took place. Initially, the states 
reacted quite favorably to this provision which encouraged the 
prevention of disabilities, and at one point in our studies, we found 
twenty-two (22) states planning to serve some groups of at-risk 
children. As the financial conditions in the states have worsened, and as 
states realize that serving children at-risk will increase the number of 
ch.idren needing services, and hence raise the cost of the program, many 
of the states, including our largest industrial states, have backed away 




ERLC 



116 



5 



from including children at-risk as part of this program. We at CPSP feel 
that this is very unfortunate. We would propose the following: 

1. The legislation should be amended to provide 
incentives to states to serve at-risk children at the 
level of minimum routine periodic screening, 
tracking, monitoring and referral to existing 
services. 

2. We suggest a special analysis of funding sources 
from laws other than P.L. 99-457 in order to identify 
funds (public and private, federal, state, and local) 
that could be utilized to provide services to at-risk 
children. 

EftiaOllDflJ Preparation 

It was clear to the framers of this law that the comprehensive 
services should be delivered by qualified personnel from a variety of 
professional disciplines. Thus states would have a special 
responsibility for developing a plan for personnel preparation and for 
developing appropriate standards for certifying that professionals 
possess the skills necessary to work with infants and their families. 
Despite these intentions, our studies have indicated that states have 
experienced difficulty with both developing a plan and developing 
standards. 

Not, we believe, because of a lack of concern for this topic, but 
rather because other issues, such as financing services, developing IFSP 
policies, defining the eligible population, were more pressing. 

It seems clear that personnel preparation, being a long term 
problem, has yielded the center stage to other more immediately 




ERIC 



117 

pressing - issues, and that a set-aside is necessary to encourage the 
states to start what is essentially a long process of organizing an 
effective personnel preparation program for this age group. 
It We would recommend, therefore, a personnel 

preparation set aside of 5-10% of the Part H funds to 
be specifically expended by the states on the 
development and Implementation of a comprehensive 
plan for personnel development which includes 
preservice and inservlce training. 
2, We also recommend that a study be conducted of all 
of the federal personnel preparation Initiatives in 
the various federal agencies in order to nduce gaps 
and duplication. 
Birth through Five Program 

There are numerous differences between the provisions of Part H 
of P.L 99-457 and Section 619 of P.L 94-142 in eligibility, service 
delivery, and program administration. There is deep concern among 
parents, service providers, and state policy makers that infants and 
toddlers who are receiving services urv'Dr Part H would become 
ineligible, during the transition from Part H to Section 619, at age three. 

The current Part H requirements for interagency coordination, 
family empowerment, use of IFSP, and provisions for case management, 
seem to fit the current knowledge of families and child development 
most effectively, and we believe that the changes in the law and 
regulations should move in the direction of current Part H standards. 
1. We would, therefore, recommend that the Congress 
attempt to achieve a "seamless" program from birth 



loo 

X C 

o 

ERIC 



118 



7 

through five, and to modify both Part H and Section 
619 with this goal In mind. 
2. We also believe that OSEP should write one set of 
regulations to cover the birth through five age range. 

There are many other issues that are listed in our paper, 
Rsnnmrnflnriatlnns for Reauthorization, that has been provided to the 
committee. We appreciate very much the opportunity to appear, and we 
welcome any questions from the committee on this testimony or on the 
more extended reports provided for the record. 
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Figure 1: State Progress in the Implementation of PL 99457. Part H 
POLICY DEVELOPMENT, 1991, N=50 
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Figure 2: State Progress In the Implementation of PL 99-457. Part H 
POLICY APPROVAL, 1991, N=50 
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The Carolina Policy Studies Program, through a cooperative agreement 
with the U.S. Department of Education, has been studying for the past three 
years the implementation of Part H of P.L 99-457-Programs for Infants and 
Toddlers and Their Families. 

This brief set of policy concerns and recommendations is directed toward 
the reauthorization of this important tew. It draws upon a series of policy studies 
on eligibility, finance, health coordination, personnel preparation, family policy, 
plus six case studies of how states are implementing this law. In each instance, 
the suggestions will be referenced with data gathered from various CPSP 
studies, plus other resources. 

Overall Eonftlriflratlnnfi 

This impressive and ambitious law has done more than provide a 
planning framework through which the states can provide comprehensive 
services to infants and toddlers with developmental delays and their families. 
The law has encouraged major reforms in the human services delivery systems 
in the states. These reforms include coordination of funding sources, cross- 
discipline cooperation, family empowerment policies, the development of state- 
wide system of personnel preparation, and many other long delayed actions. 

The consequence of ail of these requirements for new policies is that the 
states have been faced with an enormous agenda for the establishment of 
policies. Instead of minor changes in existing policies, they often have had to 
generate new policies that have few precedents. As a consequence of this 
unique set of tasks, deadlines within the federal legislation have been hard to 
meet. The sheer number of separate policies that have to be negotiated 
between various agencies and groups of providers is another barrier to rapid 
completion of the federal mandate. 

Since, within each state, no one person or agency has the authority to 
direct or command the required action, lead agencies and Interagency 
Coordinating Councils have had to operate through compromise, consensus 
and negotiation to achieve a final result. This, too, is time consuming. 
Moreover, this exercise in major reform of child services was done during a time 
when the majority of states face serious financial shortfalls, the difficulties of 
meeting the time requirements of the law have been extensive. 
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Despite these factors, our policy studies suggest that the states, in large 
measure, have shown a "good faith" effort to comply with the various mandates 
of the law, and that what is now needed Is federal action that recognizes the 
new phase of implementation the states are now approaching. 



ISSUE #1: STATE FUNDING NEEDS PGR FULL IMPLEMENTATION 



While the evidence of our policy studies clearly indicates a "good faith" 
effort on the part of most of the states, there Is also evidence from our case 
studies (1, 13)* and our reports on overall progress towards implementation 
(16, 17) that states are having difficulty as they near full implementation 
requirements. The deteriorating financial conditions in many states have visibly 
retarded their progress towards implementation. It is possible that a number of 
states will drop out of the program because of the inability to finance the 
promise of comprehensive services. 

Recommendation »1 

CPSP proposes a two-level federal contribution to this program in 
partnership with the states: 

1 a. PLANNING MONEY TO ALLOW STATES THAT SHOW "GOOD 
FAITH" EFFORT TO CONTINUE PLANNING UNTIL THEY ARE 
READY FOR FULL IMPLEMENTATION. 

1b. IMPLEMENTATION MONEY TO AID STATES MAKING THE 

EXPENSIVE TRANSITION TO FULL SERVICES FOR INFANTS 
AND TODDLERS WITH HANDICAPPING CONDITIONS AND 
THEIR FAMILIES. SUCH FUNDS COULD REPRESENT AN 
ADDITIONAL SUM OF 50-100% OVER THE PLANNING FUND 
LEVEL. 



"Numbers refer to CPSP studies listed in the bibliography. 
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ISSUE #2: ENTITLEMENT OP fiPHVirpg 

While all states agree with the Importance of providing services to every 
developmentally delayed Infant and toddler, many states are concerned about 
£ far : rea< *' n 9 consequences of an entitlement of this magnitude, and some 
are seriously considenng terminating their participation In Part H (16, 17). 

^ u Ev l n those s ! ates that Previously had developed a system of services 
and have been serving infants and toddlers for some time, are worried that they 

l!S M ¥ im P |emantation t0 a » Eligible children within the * 
timelines required by the law. States are in the process of large multiagency 
system changes to comply with Part H and this takes time (4, 13, 15). 

The entitlement to services requires a significant Investment of state 

IS S0 J! r( ? l es ^J hlS u^ ccu .S * a time when most states ar e experiencing a revenue 
shortfall. Thus, It Is difficult for many states to continue their current level of 

222£5 l 52i a 2 d fu . ndi " 9 t0 early lntervan t'°n services, let alone significantly 
increase their fiscal commitment (1,13). 

Recommanrlatlnn «p 

2a. USE OF A TWO-LEVEL FUNDING APPROACH WHICH 

23°!S£H? A SUBSTANTIAL INCREASE IN FEDERAL FUNDING 
fi^STATES THAT ARE AT THE IMPLEMENTATION LEVEL 
(SEE RECOMMENDATION #1). 

2b. USE OF A THREE-YEAR TIMELINE THAT REQUIRES STATES 
I2. B A A 7 ™ E LEVEL 0F EUU- IMPLEMENTATION THREE 
YEARS AFTER THEY BEGIN THE IMPLEMENTATION LEVEL OF 
FUNDING. IMPLEMENTATION OF A NEW SYSTEM OF 

Kffi8W,H2I £ S I ATIC SINGLE EVENT ' BUT A DYNAMIC 
fPZ , TH . AT TAKES PLACE 0VER T| ME. A THREE-YEAR PERIOD 

2?K t lL0W STATES T0 GRADUALLY IMPLEMENT THEIR 
POLICIES. 

2c. CONSIDER THAT AT-RISK CHILDREN BE ENTITLED TO A 
DIFFERENT OR LIMITED SET OF SERVICES. 
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ISSUCr!; AUTHORITY FOR AGENCY COORDINATION 



The responsibility carried by the designated lead agency for the general 
coordination and funding of the service system is a significant element in the 
new law. We have found through various CPSP studies that the assumption 
that tha lead agency hat '.!;a authority to do this is not justified (1,13, 19). 
States have found this responsibility the most difficult, and report the least 
progress, In implementating those tasks that require interagency coordination 
<16, 17, 19). 

In addition, there are a wide variety of other federal programs that are 
also related to the target population of Part H (EPSDT, Children's Medical 
Services, Developmental Disabilities Act, etc.). The van*'* s laws and 
regulations make coordination with Part H dlffici it (1, 1t 7, 19, 23). The 
problem facing states is to take a variety of separate, sometimes conflicting, 
categorical programs and merge them into a coordinated sen/ice system. 

Recommendation «3 

3a. WE RECOMMEND THAT COMPONENT #9 OF THE MINIMUM 
COMPONENTS, A SINGLE LINE OF AUTHORITY, BE 
Rt-WORDED TO REFLECT THE MULTIAGENCY INTENT OF THIS 
LEGISLATION. THE STATE . INSTEAD OF THE LEAD AGENCY, 
SHOULD BE ASKED TO ENSURE SHARED RESPONSIBILITY 
AND ACCOUNTABILITY. THIS WOULD ALLOW THE STATE TO 
DEVELOP AN ADMINISTRATIVE STRUCTURE CONSONANT 
WITH ITS PATTERN OF GOVERNANCE TO ENSURE THE 
NEEDED COORDINATION. 

FOR EXAMPLE, THE STATE CAN SET UP A 
MECHANISM/STRUCTURE (I.E., POLICY COUNCIL) THAT IS 
ACCOUNTABLE TO THE GOVERNOR AND, THROUGH 
LEGISLATION AND INTERAGENCY AGREEMENTS, DELINEATE 
RESPONSIBILITIES OF VARIOUS AGENCIES. ANOTHER 
APPROACH COULD BE THE APPOINTMENT OF A SINGLE 
AGENCY LOCATED IN THE ~ /ERNOR'S OFFICE (E.G., 
OFFICE FOR CHILDREN) THAT HAS THE RESPONSIBILITY OF 
ENSURING THE SHARED RESPONSIBILITY ACROSS 
AGENCIES, WITH THE STATE ATTORNEY GENERAL 
RESOLVING ANY DISPUTES. MANY OTHER POSSIBLE 
ADAPTATIONS ARE AVAILABLE TO STATE LEADERSHIP 
PERSONNEL 



is: 



127 



5 



3b. WE RECOMMEND THAT CONGRESS SHOULD CALL FOR A 
POLICY ANALYSIS OF OTHER RELEVANT FEDERAL 
PROGRAMS TO DETERMINE AREAS OF CONFLICT AND 
OVERLAP WITH PART H SO THAT NECESSARY 
COORDINATION MIGHT OCCUR AT THE FEDERAL, AS WELL 
AS THE STATE, LEVEL. ALTERNATIVELY, THE FEDERAL 
INTERAGENCY COORDINATING COUNCIL COULD BE 
MANDATED TO EXECUTE SUCH A STUDY AS ONE OF ITS 
RESPONSIBILITIES. 



ISSUE #4: SHORTAGE OF QUALIFIED PERSONNEL 



Despite the universal!/ acknowledged Importance of well-trained 
personnel to the success cf wis law, the development of plans to construct 
personnel standards and provide a comprehensive system of personnel 
development have been slow in most of the states (12, 16, 17). This limited 
progress has been made despite the general acknowledgement of the long 
lead time necessary to put such personnel preparation systems in place (2). In 
addition, personnel attrition from early childhood programs is moderate to high 
(25) and major shortages clearly exist in areas such as Occupational Therapy, 
Physical Therapy and Speech Larguage Pathology (33). 

Evidence Is also available to the effect that higher educati' i institutions 
are not eager to enter this field given financial limitations of then own and the 
uncertainties regarding long term state and federal commitments to this 
program (12). 

RflfinmmBndatlon #4 

We recommend the consideration of two possible mechanisms to 
encourage states to focus on the issue of personnel preparation: 

4a. A PEh *ONNEL PREPARATION ^ET ASIDE OF 5-10% IN PART H 
FUNDS TO BE SPECIFICALLY i. XPENDED BY THE STATES ON 
THE DEVELOPMENT AND IMPLEMENTATION OF A 
COMPREHENSIVE PLAN FOR PERSONNEL DEVELOPMENT. 
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4b. FUNDS COULD BE RESERVED BY OSEP AND COMPETITIVELY 
PROVIDED TO STATES THAT NEED SPECIAL HELP IN 
DEVELOPING A COMPREHENSIVE PERSONNEL 
PREPARATION PLAN. 



ISSUE #5: VARIATION IN ELIGIBILITY CRITERIA 



CPSP policy studies have confirmed that there is great variance in how 
children are being defined as eligible across, states (18, 20). There is a lack of 
consensus regarding the criteria to be used in determining: (a) level and type of 
delay needed to be classified as developmental^ delayed; (b) which physical 
and mental conditions have a high probability of resulting in developmental 
delay; (c) which factors place a child at-risk of developmental delays unless 
intervention is provided (18, 20). 

The result of thir variation is that a child may be eligible for services in 
ore state, but not in another. Flexibility is certainly a desirable characteristic of 
federal policies, in order to address the diversity among states. In this instance, 
however, diversity in eligibility criteria across states may have negative 
consequences for the families we intend to serve. 

Racnmrnandation #5 

5a. PROVIDE MORE SPECIFICITY AND EXAMPLES IN LAW, 

AND/OR REPORT LANGUAGE, ON THE INTENT OF CONGRESS 
REGARDING WHAT GROUPS OR TYPES OF CHILDREN 
SHOULD BE ELIGIBLE FOR SERVICES. 

5b. ENCOURAGE THE FICC TO BRING TOGETHER 

KNOWLEDGEABLE CONSULTANTS TO REACH SOME LEVEL 
OF CONSENSUS ON ELIGIBILITY STANDARDS. CPSP 
ALREADY HAS COLLECTED DATA THAT COULD ASSIST 
SUCH A GROUP IN THEIR DELIBERATIONS. 
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ISSUE #6: MEMBERSHIP OP INTERA GENCY COORDINATING 

COUNCIL 



The Interagency Coordinating Council (ICC) Is one of the Important 
devices for communication and planning in the Implementation of this 
legislation, in many states it has performed admirably in dealing with a variety 
of policy development issues. Some ICCs, however, are hindered by the 
limitations on the number of members that they could appoint and on some 
specific limitations regarding parents who as members. Our policy studies (8, 
26, 30) suggest that there are many parents whose children are beyond the age 
of three who could provide valuable service to this program. Furthermore, the 
current limitation of fifteen members has caused some states to leave out key 
persons who could be very valuable in the complex communications and 
coordination tasks required by this law. 

Recommendation #6 

6a. WE RECOMMEND THAT THE MEMBERSHIP OF THE ICC BE 
SET AT NO LESS THAN FIFTEEN MEMBERS AND NO MORE 
THAN THIRTY MEMBERS. THIS SHOULD GIVE ADEQUATE 
LEEWAY FOR EACH STATE TO INCLUDE THE KEY MEMBERS 
IN THE STATE CONCERNED WITH THE IMPLEMENTATION OF 
THIS LAW. 

6b. WE RECOMMEND THAT THE "AGE OF CHILD" REQUIREMENT 
BE DELETED AS ONE OF THE REQUIREMENTS FOR PARENT 
REPRESENTATION. 

6c. WE RECOMMEND THAT THE HEALTH COMMUNITY BE 
MANDATED REPRESENTATION ON THE ICC AS ONE 
MEASURE TO HELP NEEDED COORDINATION (31 , 32). 



ISSUE #7: TRANSITION PROBLEMS AT AGE T HREE- 



CPSP policy studies have revealed that a number of states have been 
frustrated In their attempts to develop a "seamless" system of services for 
children from birth to age five (14, 19). Differences in Part H (0-3) and Section 
619 (3-5) in eligibility, service delivery, and program administration have 
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caused administrative problems In the states. This will certainly Increase as 
states move into full Implementation. The thought that some infants and 
toddlers would become ineligible for needed services at age three by being 
transferred to Section 619, with different rules, is particularly bothersome to 
state planners (14, 19). 

Recommendation #7 

7a. WE RECOMMEND CONGRESS ATTEMPT TO ACHIEVE SIMILAR 
REQUIREMENTS FOR CHILDREN WITH SPECIAL NEEDS FROM 
AGES 0-5, AND TO MODIFY BOTH PART H AND 619 
ACCORDINGLY. THE CURRENT PART H REQUIREMENTS FOR 
INTERAGENCY COORDINATION, FAMILY EMPOWERMENT, 
USE OF IFSP AND CASE MANAGEMENT SEEM TO FIT 
CURRENT KNOWLEDGE OF FAMILIES AND CHILD 
DEVELOPMENT EFFECTIVELY AND CHANGES IN LAW AND 
REGULATIONS SHOULD MOVE IN THE DIRECTION OF PART H 
STANDARDS. 

7b. OSEP SHOULD WRITE ONE SET OF REGULATIONS TO COVER 
THIS AGE RANGE. 



ISSUE #8: ENTITLEMENT TQ FAMILY SERVICES 



State agency personnel, service providers, and families have indicated 
confusion about which services a family member is entitled to receive under 
Part H (26, 30). 

The Report which accompanied P.L. 99-457 identified some family 
services that must be included in the early intervention system (e.g., family 
training, counseling, home visits and case management). The Report goes on 
to state that "The early intervention services included in the bill are not meant to 
be exhaustive; rather they are intended to be illustrative of the types of services 
a handicapped infant or toddler may receive under this program" (National 
Center for Clinical Infant Programs, 1989, p. 8). However, policy makers, 
providers, and families are confused about the nature and extent of the services 
to which the family is entitled under this program. This lack of clarity may well 
lead to very different services across and within states (26, 30). 
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Recammandation gfi 



WE RECOMMEND THAT CONGRESS PROVIDE CLARIFICATION 
ABOUT THE SERVICES TO WHICH A FAMILY IS ENTITLED 
UNDER THE EARLY INTERVENTION SYSTEM. SUCH 
CLARIFICATION CAN BE ADDRESSED THROUGH REPORT 
LANGUAGE ACCOMPANYING THE RE-AUTHORIZATION, OR 
CAN BE PROVIDED BY INCLUDING A LIST OF ENTITLEMENT 
SERVICES IN THE ACT ITSELF. 



ISSUE #9: RESPONSIBILITY FOR AUT HORIZING SgRVICgS 

States need clarification regarding the person who Is responsible for 
authorizing the services to be Included In a child's IFSP as "entitlement" 
services under Part H. The Education of the Handicapped Act of 1988 (EHA) 
requires that the IFSP contain "the name of the case manager from the 
profession most Immediately relevant to the infant's or toddler's or family's need 
who will be responsible for the implementation of the plan and coordination with 
other agencies and persons" (Sec. 1477 (d)(6)). 

A comparable requirement, which is included In information about Part B. 
Sec. 300.344 of the EHA regulations, requires that a "representative of the 
public agency, other than the child's teacher, who is qualified to provide, or 
supervise the provision of, spocial education" must be present at a child's IEP 
meeting. 

Part H requires the establishment of an interagency early intervention 
system. Because of this interagency component, states have Indicated great 
concern about who can/should be responsible for authorizing services. Given 
the Importance of this designation of responsibility, the re-authorization should 
address this issue (26). 

Recommendation 

WE RECOMMEND THAT CONGRESS INCLUDE LANGUAGE 
SIMILAR TO THAT IN THE REGULATIONS FOR PART B ABOVE 
TO REQUIRE THE ASSIGNMENT OF THIS RESPONSIBILITY TO 
SOME PERSON. STATES SHOULD BE LEFT WITH THE 
FLEXIBILITY TO DETERMINE WHO THIS PERSON WILL BE. 
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ISSUE #10: LONG TERM FINANCIAL SUPPORT 

One of the earlier recommendations for a two level financial support to 
the states from the federal government, for (1) planning and (2) transition to full 
service is designed to deal with the short term problem of states entering the full 
implementation stage of the program. We believe that the full Implementation of 
the taw requires long range solutions that Include a substantial 
rflconefiptuallzatton of financial services under Part H. 

It is clear that states are having great difficulty in impiementing the 
concept of financing services as envisioned in the law. States are slow to 
implement the financing provisions of the law, according to our surveys of state 
progress (16, 17), Our case studies of individual states have convinced us that 
even states which are relatively advanced in terms of meeting the requirement 
of the law are having considerable difficulty financing services (1). States are 
experiencing substantial gaps between available resources and funding of 
services needs, even in the early stages of service implementation.* 

The current categorical approach to the financing of services is 
dysfunctional for several reasons. Each different source requires a major 
Investment of time and effort for state administrators. It is not unusual for 
personnel to spend a year or more working on access to a single source. 
Approval of state plan changes by the Health Care Financing Administration, for 
example, has been particularly slow. In addition, regulations change frequently, 
requiring constant work to keep up with the changes. Coverage of services 
under private health insurance has been unstable. Issues of "payor of last 
resort" have often been difficult to resolve. Determination of eligibility of 
expenditures for meeting matching requirements has been problematic. All of 
these combine to make the expectation that states access the multiple 
resources unrealistic. 

Recommendation #1Q 

The reauthorization should call for a major study of long term financial 
support for this program. A variety of options for financing the services reared 
under Part H should be examined. Three options, as examples, are: 



•Kates, D. (Jl iv 1990). EPSDT. Paper presented at the Partnerships for 
Progress IV Conference, Alexandra, VA. 
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10a. FUND ALL PART H SERVICES UNDER MEDICAID. ALL 
CHILDREN AND FAMILIES WOULD BE COVERED UNDER 
MEDICAID, REGARDLESS OF INCOME, FOR SERVICES 
REQUIRED UNDER P.L 99-457 PART H. SERVICES COVERED 
UNDER MEDICAID WOULD BE BROADENED TO INCLUDE ALL 
PART H SERVICES FOR INFANTS AND TODDLERS. ' 

1 0b. EARMARK PORTIONS OF EACH MAJOR PIECE OF FEDERAL 
LEGISLATION AFFECTING CHILDREN TO ASSIGN FUNDS FOR 
PART H SERVICES. INCREASE APPROPRIATIONS TO COVER 
THE EARMARKED PORTION. 

10C. TRANSFORM PART H INTO A NEW FUNDING ENTITLEMENT 
PROGRAM FOR SERVICES FOR INFANTS AND TODDLERS 
WITH DISABILITIES AND THEIR FAMILIES. 
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Chairman Owens. Thank you very much. 
Dr. Odom. 

Mr. Odom. Mr. Chairman and members of the subcommittee, I 
am Dr. Sam Odom, Associate Professor of Special Education and 
Investigator at the John F. Kennedy Center for Research on Educa- 
tion and Human Development at Vanderbilt University. 

I am honored to present testimony today about the reauthoriza- 
tion of Part H and Part B of the Individuals with Disabilities Edu- 
cation Act, IDEA, that is the part of the Act that relates to early 
intervention services for infants and young children with disabil- 
ities and their families. 

I bring to you the perspective of a special education researcher, 
an editor of a journal that publishes research and scholarly articles 
on early intervention, a teacher educator, an early intervention 
program manager for infants with special health care needs and 
their families, a former teacher, a parent of a child without disabil- 
ities, and a private citizen. 

You have my written testimony, and I want to summarize a few 
points from that. I am not going to cover ail the points. In fact, 
some were covered by Dr. Gr^agher, and I am very much in agree- 
ment with his testimony. 

I want to talk for one moment about the effect of your law, the 
law that has been passed, Public Law 99-457. In 1986, 26 States 
and territories had mandates for three to five-year-old children 
with disabilities. 

As of a couple weeks ago, it looks like 50 have passed mandates, 
at least beginning in 1991. That I see as— is a success, a statement 
of success for the passed law. And I think you, as Congressmen, 
should feel very proud about the effect your law has. 

State policy has changed the nature of service delivery for young 
children with disabilities and their families. I encourage you to ex- 
amine aspects of that law that have produced changes, which I feel 
are a combination of fiscal incentives and sanctions for providing 
services or not providing services, and build on your accomplish- 
ments. 

I am going to talk about mainly three aspects of research in spe- 
cial education that I feel have relevance for the new law, at least 
the authorization of law. One relates to the at-risk population. In 
the 1990s, in coming from the 1980s, we have a new generation of 
children with disabilities. 

My colleague at Vanderbilt, Al Balmeister, has talked about the 
new morbidity or the interaction of early profound biological insu- 
lins in combination with sociological or environmental circum- 
stances that infants and families sometimes find themselves in. 

Three populations have been discussed with relation to the new 
morbidity, and I think have relevance for this law. One is low birth 
weight, premature infants with special health care needs; second is 
infants who have been exposed to drugs pre-natally; and third, in- 
fants who test positive for the HIV virus. 

Those represent biological, at-risk factors, but they magnify 
when combined with environmental factors such as low income or 
poverty, teenage pregnancy, maternal education level. In combina- 
tion, those multiple factors create a very high risk for disabilities 
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as children grovt out of the infant years and into the preschool 
years. 

That risk does not always show up in developmental delays early 
on, so I encourage you in your law to include strong language that 
encourages States to provide services to infants, young children 
who are at risk for disabilities, by this dual index. 

The second point that I want to highlight in my written testimo- 
ny is related to normalization. At least the provision of services in 
the least restrictive environment has been a guiding force in, first, 
Public Law 94-142, and now Public Law 99-4b7. There is— for pro- 
viding services to preschool children, there is a problem. 

School systems typically do not have access to a normalized envi- 
ronment; that is, an environment that contains children without 
disabilities. The purpose for the LRE requirement was to try to 
create situations in which children with disabilities receive services 
or participate in a life that is very much like children without dis- 
abilities. 

School systems, LEAs, if they are serious about pursuing least re- 
strictive environment, have to create those environments within 
their system or search outside of the public domain to find place- 
ments and to deliver a program for children with disabilities, along 
with children without disabilities. 

The law is very unclear on what States' responsibility are and 
what program responsibilities are. Some States interpret this as 
not having to pursue the LRE option for children— young pre- 
school-age children with disabilities. Some States are very assertive 
and open to pursuing this option. 

So, I encourage ycu in your enactment of the new law to specify, 
to become clear in t>,e language about the least restrictive environ- 
ment for pre-school children with disabilities, and also for infants 
and toddlers with disabilities. States really need that guidance. 

Last, I would like to talk a little bit about the support for re- 
search that exists within the Department of Education and the 
Office of Special Education and Rehabilitation. The Early Child- 
hood Branch at the Office of Special Education has been crucial, I 
think, in their support of research in early intervention. 

Without their support, our field, I think, would not have pro- 
gressed to the state it is today. Their research and development ac- 
tivities were in model demonstration projects and early childhood 
research projects that have addressed really important questions 
for the field. 

In your reenactment, I encourage you to continue that support 
for research. I can't emphasize how strongly a vital research and 
development effort is for pushing our field forward. Our knowledge 
about disabilities and handicaps for children doesn't cease. It is 
pulled in by the basic research supported by other branches, but 
we have to have a way of translating that research into practice. 

In my written testimony, I identify three themes of research that 
I feel are very important. One is related to the— again, the at-risk 
population, and I spoke about that a minute ago. We need more in- 
formation about the risk variables that lead to the— that definitely 
lead to disability. 

A second theme of research, I feel, is research on effective prac- 
tices that may be in place in least restrictive environment pro- 
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grams, early childhood education programs that primarily serve 
children without disabilities. 

A third theme of research I feel that is important is the effects of 
early intervention programs for children from— children with dis- 
abilities from culturally and linguistically diverse families. We 
have some guidance about how to create early Intervention for 
those children and those families, but not very much. 

And I feel that that is— in looking to the future, and given that 
pluralism is a characteristic of our society today, I feel that is a 
very important future direction. 

I want to thank you for the opportunity to speak today, and I 
would be glad to respond to any questions you might have. 

[The prepared statement of Dr. Samuel Odom follows:] 
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TESTIMONY TO THE HOUSE SUBCOMMITTEE ON SELECi EDUCATION 



JOHN F. KENNEDY CENTER FOR RESEARCH ON EDUCATION AND HUMAN 

DEVELOPMENT 



Mr. Chairman and members of the subcommittee, I am Dr. Sam Odom, Associate 
Professor of Special Education and Investigator at the John F. Kennedy Center for Research 
on Education and Human Development at Vanderbilt University. I am honored to present 
testimony today about the reauthorization of Part H and Part B of the Individuals with 
Disabilities Education Act (IDEA), that is the part of the Act that relates to early 
intervention services for infants and young children with disabilities and their families. I 
bring to you the perspective of a special education researcher, an editor of a journal that 
publishes research and scholarly articles on early intervention, a teacher educator, an early 
intervention program manager for infants with special health care needs and their families, 
a former teacher, a parent of a child without disabilities, and a private citizen. 

In my testimony today, I will identify current issues related to early intervention (also 
called early childhood special education) programs for infants and young children with 
special needs and their families. For each of these issues, I will propose implications for the 
re-authorization of Part H and the amendments to Section 619 of Part B of the IDEA and 
make recommendations. 

Current Status of Practice 

First, I would like to say a few words about the effect this law. The effects of Part H 
and particularly the amendments to Part B (619) have been nothing less than revolutionary. 
More progress has been made toward providing services to young children with disabilities 
and their families in the last five years than anytime in our history. In 1986, 26 of the 56 
states and territories had introduced legislation to support services for 3-year-old children 
with disabilities (Cavazos, 1990). As of April 1, 1991, all but six states will have created a 
mandate for such services that will be implemented in 1991-92. By this summer, all states 
will have submitted their plans for providing services for infants with disabilities and their 
families. These plans represent progress toward planning early intervention services for 
infants and ve*y young children with disabilities and their families. This progress would not 
have occurred without the current law. For that gentlemen, you should be very proud. 
Your legislation is doing what you hoped it would do - that is, affect positively the lives of 
young children with disabilities and their families. 
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Now is the time to build on your accomplishments. There are six states that have not 
passed the preschool mandate. Rumors are, with some supporting data, that some states 
may choose not to continue their participation in Part H. I urge you to look at the actions 
that have most effectively resulted in changes in state policy in the last five years. A 
combination of increased funding and mild fiscal sanctions produced clear effects on service 
provision in Part B programs. The level of funding and sanctions were not in place for Part 
H programs and much less progress occurred. Given this history, I have three 
recommendations for the re-authorization. 

Recommendations: 

L By the end of the next five year period, increase funding to states for early 
intervention for children with disabilities from birth through two years and their 
families (Part H), to the level that is provided to states for three to five year old 
children (Part B). With increased funding for services, require that stares provide 
services to all eligible children and families by the end of the next five year period. 

2. By the end of the next five year period, impose the same fiscal sanctions for 
noncompliance with Part H requirements that will be imposed for noncompliance 
with Part B. 

3. Continue the level of funding currently being provided through Part B. 

4. Broaden the sanctions for noncompliance with Part B and Part H to include access 
to all funds generated under the IDEA. 

New Generation of Infants and Young Child ren with Disabilities 

In the 1980s, a new generation of children with disabilities has emerged. Disabilities 
faced by the children are the result of advances in medical technology aild sociological 
events, which Baumeister and others (Baumeister, Kupstas, & Klindworth, 1990) have 
labeled the "new morbidity". This concept is not new, but its application to the population 
of young children in society is important. Three groups of children have often been 
identified in discussions of the "new morbidity-: very low birth weight, premature infants 
with special health care needs related to their prematurity (Cohen, 1991), infants exposed 
to drugs such as cocaine and alcohol in utero (Schneider, Griffith, & Chasnoff, 1989), and 
infants and young children who test positive for the HIV virus (Dokecki, Baumeister, & 
Kupstas, 1989). 

The characteristics of this group broadens and redefines our definition of risk. The early 
and sometimes profound biological insult to the developing child creates a risk for the later 
development of disability, yet our prediction of later disabling conditions are not always 
accurate. 1 For example, most low birth weight, premature infants become healthy, active, 
nondisabled children as they grow older. 
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Our prediction of disabilities for children experiencing sociological risk factors such as 
low SES, maternal education level, maternal IQ, parental disability, teen-age pregnancy, and 
others, noted above is not highly accurate. That is, some teen-age mothers possess very 
competent parenting and child care skills; most parents from low SES families do fine jobs 
of parenting. Yet, when early biological insults, noted above, combine with sociological risk 
factors, the risk for disability in later life increases (Sameroff & Fiese, 1990). 

For infants and young children experiencing these risk factors, the appearance of 
developmental delays or disabilities may not become apparent until later in childhood; this 
is the embodiment of risk. I believe that the intention of Part H and Part B of the IDEA 
was not to provide early intervention services for children who experience only the 
sociological risks that I are mentioned above. This statement should not belittle the clear 
and substantial needs of that population, but other programs address their needs. However, 
1 do feel that when early biological insults is combined with sociological risk factors, risk of 
disability is increased greatly. This heightened risk status justifies the inclusion of this 
population of infants and young children with disabilities u ider Part H of IDEA. The 
rationale for providing services for these children and families is that early intervention may 
prevent or reduce the magnitude of development delays, thus reducing the need for services 
in the future. At this point, many states have excluded "at-risk" from their criteria for 
services provided under Part H. 

Recommendation: 

1. Revise the current law to include language that would strongly encourage states to 
provide early intervention services to infants, young children and families who meet 
a restricted definition for risk that includes early biological insult paired with 
sociological or demographic risk factors noted above. 

Familv-Orien ted Nature of Earlv Childnood Special Education 

Early childhood special education is very strongly family-oriented (Simeonsson & Bailey, 
1990). Rather than being a downward extension of special education, early childhood 
special education represents a concerted effort to involve families in the planning, 
implementation, and evaluation of programs for their children with disabilities. In order to 
work with families, program must address families* needs as they relate to their children's 
development. The family-oriented nature of our field and the nature of families themselves 
have several important implications for the law. 

Transitions for families . Families, and particularly parents, who have children with 
disabilities experience a number of transitions, as their children grow older. When family 
members first learn that their infant or child is disabled or delayed, the family experiences 
a sometimes extended period of confusion and disorganization. During this time, if all goes 
well, they adapt to this knowledge about the new or current member of their family. Many 
families do adapt to this knowledge of the child's disability and reach a state of equilibrium 
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where the family functions well again. In fact, many parents of children with disabilities 
indicate that these children enrich their lives and the lives of other family members. 
However, when transitions for the child occur for the child with disabilities, the families are 
often again thrown into periods of disequilibrium, disorganization, and stress. The 
transitions most frequently d iscussed during the early childhood years are (a) transition from 
the hospital to home, if the child were premature or had a disability diagnosed at birth, (b) 
transition from home to an early intervention program (Part H), (c) transition from an early 
intervention program to a preschool program (Part B, 619), and (d) transition from 
preschool to regular education program (Rice & O'Brien, 1990). 



Part H has specifically addressed the need for planning for transitions from infant and 
toddler programs to the next environment. This is an insightful aspect of the law and should 
be maintained. However, the transition may be limited by exit requirements for the Part 
H programs (i.e., when children no longer qualify for service) and the entrance requirements 
of the Part B programs (i.e., when children may begin these programs) For example, a child 
might turn three in April, not be able to continue to qualify for early intervention services 
under the Part H program, but not be able to enter the public school, Part B program until 
the following September. Furthermore, some children who may have qualified for services 
under the "at-risk* categories may not qualify at all because of different classification systems 
used across agencies. 

Recommendations: 

1. Include in the reauthorization strong language that would ensure the continuity of 
services during the transition from Part H to Part B programs. 

2. Encourage states to adopt the same definitional or qualifying criteria for services 
under both Part H and Part B. One solution would be to authorize the use of the 
category "developmental delay" for three to five year old children, which is now 
available for use by Part H programs. 

Familv-orientcd nature of Part H and Part B programs . Part H programs, by law, are 
family-centered in that they require the assessment of family strengths and needs, 
development of a plan to address family needs as well as child needs, and appointmen: of 
a case manager (i.e., service coordinator is now the term preferred by families and 
professionals) to assist families in locating or coordinating services for their children. Part 
B programs tend to be more like traditional special education in that the family is usually 
involved only in planning and approving children's individualized educational programs 
(IEP). The abrupt shift across modes of service is not only disconcerting for some parents, 
but also leaves a vacuum that Part B programs, as they are currently constructed, are not 
able to fill. Many professionals in the field feel that the family-oriented nature of Part H 
intervention programs reflects best practice for all young children with disabilities. 
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Recommendation: 

1. Revise procedural requirements under Part B to require that programs for three to 
five year old children with disabilities adopt a family-oriented approach to early 
intervention. This would require revising the current IEP requirements to include 
identification of family strengths and needs and proposing family goals, as they relate 
to the child. In effect, the IEP should resemble or be identical to the IFSP. 

Service Delivery in Normalized Environments 

Normalization is a principle that has pushed early childhood special education and the 
large Held of special education, since the early 1970s (Wolfensberger, 1972; 1991). It 
provided the impetus for the least restrictive environment (LRE) clause in PL 94*142. The 
concept of LRE indicates that a range of service options should exist, but to the extent 
appropriate, the child should be placed in a setting that is like the setting in which children 
without disabilities participate. The most optimal placement is in normalized or 
mainstrcamed early intervention programs (Bailey &McWilliam, 1990). In fact, integration 
with children without disabilities is viewed as an aspect of best practice in early childhood 
special education (Guralnick, 1990; Hanline & Hanson, 1989). Although there is evidence 
that attain skills may be acquired more efficiently and maintained in such integrated 
placements (Strain, 1983; Jenkins, Odom, & Speltz, 1989), the majority of research to date 
indicates that the quality of the educational program is a stronger influence on children's 
development than integration per se (Odom & McEvoy, 1988). The imperative that pushes 
LRE and integration is the philosophy that children with disabilities should not be excluded 
from a life that is as close to normal as possible. 

A dilemma exists for Part B programs. For these programs there is not a normalized 
equivalent within the public education system. Normalized placement for most children are 
child care or preschool classes that are not part of the public school system (i.e., either 
Head Start programs, preschools funded by other public agencies, private preschools). This 
public/private distinction has created considerable barriers to the provisions of services in 
normalized environments (Odom & McEvoy, 1990). Language in the PL 94-142 has lead 
to some confusion, and clarification did not occur with the amendments to Part B in PL 
99*457. Unfortunately, some LEAs interpret the law as meaning that c normalized service 
alternative does not have to be provided if the system does not fund preschool for children 
without disabilities. 

Although professionals consider normalized early intervention the placement of choice 
for most children with disabilities, it is very important to note that placement decisions must 
be based upon children's individual needs and families* preferences. Some families may 
prefer that their children be placed in nonintegrated special education classes, and given the 
family-oriented nature of early childhood special education, these families* decisions should 
be respected. Also, it may be difficult or impossible to meet the educational needs of some 
children with certain disabilities (e.g., special health impairments, extreme self-injury or 
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aggression, etc.) in a mainstreamed setting, although alternative integration experiences 
should exist for those children. 

Recommendation: 

I. Include language that states specifically that a normalized service delivery option 
shouk* be provided for young children with disabilities. This service deliveiy option 
should ;nclude provision of early intervention services in the normalized setting (e.g. 
child care center) through consultation or direct teaching* 

Research on Early Interventi^ 

The Early Childhood Branch of the Office of Special Education and Rehabilitation 
Services has funded research related to early intervention on a consistent basis for the last 
IS years. This research has been frnded through the Handicapped Children's Early 
Education Program, now the Early Education Programs for Children with Disabilities, in the 
form of Research Institutes directed to address specific problems (i.e., mainstreaming, family 
issues), program features projects directed to investigate instruction in specific 
developmental content areas (i.e., language, social development, etc.), and nondirected 
research/demonstration projects. 

The major mode for translating research results into prr rtice has been through the 
model demonstration projects which have been funded since 1968. I strongly endorse the 
continued support for and expansion of these research initiatives. The 1990s and the 21st 
century hold many challenges for early intervention professionals, infants and young children 
with disabilities, and their families. The continued elaboration of our knowledge-base 
(through research) and translation of that knowledge base into practical intervention 
strategies is essential for meeting the needs of the current and future generations of infants 
and young children with disabilities and their families. Although the research supported by 
the Early Childhood Branch of OSERS is addressing many important issues, there are 
emerging issues thai have relevance for current and future early intervention practice. 

• ••Early intervention strategies for children with culturally and linguistically diverse 
backgrounds and their families. The demographics of this country are changing, with 
cultural pluralism rather than homogeneity being the reality of our society. Increasing 
numbers of children requiring early intervention are from families with culturally and 
linguistically diverse backgrounds. Although model demonstration projects have been 
developed for specific ethnic groups, we really do not have a research base that has 
examined adaptations to intervention models and their effects. Investigations in this area 
will require different approaches than have been used in the past. 

•••Performance and effect for children with disabilities in programs that follow an early 
childhood education philosophy, or that embed special education in an early childhood 
education modeL The move to normalized settings has resulted in much discussion about 
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effective classroom practices for young children with disabilities. In the next five years, 
there will be an ongoing dialogue between early childhood educators and special educators 
about "Developmentally Appropriate Practice" and its impact on children with disabilities. 
Research initiatives designed to better understand the differences between these 
instructional approaches will be timely and important. 

"•Examination of a risk index that includes both early biological insult and sociological 
variables. The "new morbidity 1 ' concept is an important addition to our understanding of 
early causal factors and developmental delay or disability. However, to be useful, this 
approach will need to be delineated precisely and validated through research. In addition, 
investigation of intervention strategics designed for this new generation of children will 
provide much needed information for the field. 

Recommendation: 

L Continue to indicate in the law that support should be provided for research on and 
development of early intervention programs for infants and young children with 
disabilities and their families. 

Thank you very much for the opportunity to present this testimony today. 



1 The exceptions to this statement include most infants and young children who test 
HIV-positive, although not all infants who test HIV-positive develop AIDS. Also, for 
premature, very low birthweight infants, certain health-related conditions are strong 
predictors for later disability (e.g., bronchopulmonary dysplasia, grade IV intraventricular 
hemorrhages). 
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Chairman Owens. Thank you. 
Lieutenant Colonel Sautter. 

Lt. Colonel Sautter. Congressman Owens and other members of 
the subcommittee, it is an honor and a privilege to address you 
today concerning IDEA, the Individuals with Disabilities Education 
Act, and how it is currently implemented within DOD. 

My remarks today are given from the perspective of a parent of 
a child with cerebral palsy who has spent the past three years in a 
DOD Section VI school. I do not wish to have my remarks inter- 
preted as an official Army position as I am appearing before this 
subcommittee solely in my personal capacity. 

I will, however, temper my opinions since my family is currently 
in litigation with the Federal Government over denial of rights for 
our son, but I believe that I will be able to present sufficient infor- 
mation outside our court case to illustrate the inadequacies of the 
system as implemented and practiced by DOD. 

Today is not the first time these issues within DOD have been 
presented to Congress. In a 1989 report to the President and Con- 
gress entitled, "Education of Students with Disabilities: Where Do 
We Stand?", the National Council on Disabilities found it "uncon- 
scionable that our Nation's military families are not enjoying the 
same access to educational services as other citizens." 

In the two years since that report, little has been done to correct 
these documented deficiencies. In fact, DOD has recently confirmed 
that they are not mandated to serve pre-school handicapped chil- 
dren under Public Law 99-457. 

In order to appreciate the extent of these issues, one must first 
understand the system. The DOD operates two large school sys- 
tems. The first is the DODDS, Department of Defense Dependent 
Schools, system which are overseas and service approximately 
150,000 students. 

The second system is the Section VI schools, servicing approxi- 
mately 35,000 students in 18 Section VI schools within CONUS and 
Puerto Rico. It is important to note that these two school systems 
exist under one office, "The Director of Education" within DOD. 
Now, despite their common control, these systems do not have simi- 
lar regulations. Each system interprets their own rules for compli- 
ance with IDEA. 

The issue that needs to be resolved is, how does the DOD Direc- 
tor of Education, who is responsible for the eighth largest school 
district in the United States, implement both Public Law 94-142 
and Public Law 99-457 within these schools? 

Can DOD be allowed to be selective in the parts of the Federal 
law that they choose to follow, or will they be required to follow 
the complete mandate of Congress to achieve the goal of a free and 
appropriate education for all children? 

A question that is asked is, why is IDEA and specifically the 3 to 
5-year-old program such an important program within DOD? The 
answer is easily seen in the demographics of our military families. 
Present company excluded, we are a military of youth. The average 
age of the military member is 27. 

This youth has families that are primarily young children. In 
fact, approximately 40 percent of the families enrolled in the 
EFMP have children under the age of 5. 
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The military has always prided itself with being able to take care 
of its own, but families with disabled children have found that they 
are often better provided for when they live in the civilian sector. 

This is graphically illustrated by letters received by our advocacy 
* group, STOMP, Special Training of Military Parents, where par- 
ents have documented the degradation of services for their disabled 
children when they have been transferred to a base that has a Sec- 
tion VI school. 

The opposite story has also been told where services have in- 
creased when the transfer took the military family away from a 
Section VI school to a location where schooling was provided by the 
local educational agency. 

IDEA has been with us for some time. To understand what that 
Act means to me, I will quote from the original Congressional hear- 
ings that led to passage of the Act: 

"This legislation will prove to be the long-awaited step towards a 
national program to 'insure' quality education to all handicapped 
Americans." 

The emphasis here is on all Americans. How can we allow people 
to be treated differently just because they are not residents of a 
specific State, but rather, are residents of Federal land within the 
United States? The claims by DOD that the families are fully pro- 
tected have done little more than laid claim to a system that can 
be classified as separate but equal. 

For example, under current policies, the children of a criminal in 
Federal prison or an illegal alien who is not on the tax rolls have 
the rights guaranteed under IDEA from age 3 to 22, and those 
rights are protected by the Constitution. 

Concerning another group residing on Federal land, the Bureau 
of Indian Affairs, BIA, has been brought into full compliance under 
IDEA. The single group that does not have these same rights are 
the 185,000 children of our service men and women that have been 
charged and tasked very recently with defending the same Consti- 
tution that protects these children. 

It appears that only legislative action can ameliorate this deplor- 
able situation for the thousands of service men and women whose 
young families so desperately need the services provided under 
IDEA. 

The full compliance with both Public Law 94-142 and Public Law 
99-457 has a two-fold impact on our military. First, by addressing 
problems early when they can many times be remediated quickly 
and cheaply, the solution is more cost-effective. 

The second benefit, and I attest to this, of these programs is an 
increase in the effectiveness of our military. I can assure you that 
when a military parent has a disabled dependent with an unre- 
solved problem, that burden weighs heavily on the whole family. 
The result is that it dramatically affects the military member's job 
performance. No matter how much one tries to keep their prob- 
lems at home, you cannot work at peak efficiency with a child at 
risk. 

The establishment of viable programs for our disabled youth will 
allow them to become productive members of our adult society. To 
balance the budget on the backs of children and to pick and choose 
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the laws that you care to follow is a short-sighted approach and a 
slap in the face of our military. 

The families of military members deserve the same educational 
access and rights as their civilian counterparts. 

Thank you, sir. 

Chairman Owens. Thank you. 
Ms. Virginia View. 

Ms. View. Good morning, Mr. Chairman, and committee mem- 
bers. 

It is certainly a privilege to have an opportunity to talk with you 
this morning. I am with the National Center for Clinical Infant 
Programs, and am representing that organization as a member of 
the National Low-Income and Minority Parent Empowerment Task 
Force. 

This task force, this group of 26 members, was convened by the 
Mental Health Law Project, and it is comprised of parents, early 
intervention professionals, service providers and family advocates. 

Our intent is to present a case for full participation of low- 
income and minority families in the Part H programs around the 
country. This is a national organization, and our representatives 
and members represent a number of States and programs. 

The task force is supportive of the reauthorization of Part H and 
is pleased with the support that Congress has provided to the legis- 
lation and the program thus far. 

For approximately two years, I was the Director of the District of 
Columbia early intervention programs for infants and toddlers. 
And from that vantage point, I had an opportunity to make some 
observations about the implementation of the program in States 
around the country. 

I had an opportunity to travel around the country and see how 
other programs were operating and meet with State representa- 
tives and develop some observations, and I would like to share a 
few of those observations with you and indicate how they coalesce 
with the concerns of the task force. 

One observation that I made was that the Part H program could 
be a real blessing to low-income families, families that don't have 
the resources to employ preventive practices and strategies that 
will keep their children from becoming either developmentally de- 
layed or more delayed if they are already delayed, but there was 
always a question in my mind as to the extent of full participation 
of these families in the Part H programs. 

I was always concerned as to whether I was seeing the numbers 
of people who could be eligible for the services as actually being 
represented as recipients of the services. 

Another observation was that the very families that lack these 

- rces, often low-income families or families of color, comprise a 
significant percentage of the population that is likely to be eligible 
for the program. 

As Chairman Owens indicated yesterday, their numbers are pro- 
jected to increase over the next few years, so this was a point of 
concern on the part of many of us. 

A third and more troubling observation was the low level of rep- 
resentation of this population among the planners and providers of 
services in the Part H programs around the country. 
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I was one of a very, very few, if not the only Part H director who 
was a person of color during the time I was associated with the pro- 
gram, even among parent advocacy groups, who, by the way, are 
doing a wonderful job of monitoring programs and ensuring the 
States are moving toward more family-centered provision of serv- 
ices, but in many States, there is a glaring discrepancy between the 
number of low-income and minority families that are likely to be 
eligible for the services and their participation in parent advocacy 
groups. 

In yesterday's hearing, testimony was given by Native American 
parents who described the extreme measures they had to go to to 
find out about and access services. One parent indicated even after 
locating services, there was a lot of concern they were not provided 
in ways that were respective of or sensitive to their cultural values. 

Another parent testified about the time and financial demands of 
her participation in advocacy efforts, She indicated the primary 
source for her support for her participation was her husband, who 
was at home all the time, and was willing to take care of the chil- 
dren. 

She mentioned parents who used grocery money in order to 
attend meetings and workshops and participate in training for par- 
ents. Clearly, time and financial demands are real problems and 
obstacles to many young families, especially single-parent, low* 
income families. 

These are obstacles of not only participating in advocacy activi- 
ties, but they are obstacles in getting services for the children. 

The National Low-Income and Minority Parent Empowerment 
Task Force— that name is quite a mouthful— shares the concern 
that grew out of my own observations about how States will assure 
that low-income and culturally-diverse families have access to early 
intervention services. 

Infants and toddlers will benefit most from early intervention 
when the services are provided in a way that are accessible and 
compatible with the beliefs of the family. Yet, today, few States 
have made coordinated efforts to overcome barriers created by pov- 
erty, language and culture differences that prevents eligible fami- 
lies from accessing the services. 

The State of Maryland has instituted a program we find impres- 
sive, and a description of that program is attached to the written 
testimony we did submit. 

The task force also has submitted a more comprehensive set of 
concerns than I am expressing here today, and I am sure that is 
the testimony that will be included in the record. 

However, I would like to highlight a few concerns, and then 
present our recommendations. If you examine the implementation 
of the program around the country and look at the existing mini- 
mum requirements, the 50 requirements you see, there is ample op- 
portunity for States to increase their efforts of outreach and provi- 
sion of services to low-income families and culturally-diverse fami- 
lies and families of color. 

Just taking a few of the requirements: The child-find public 
awareness, one component. In addition to publicizing the program 
in the standard places, the doctor's office, the health clinic, the 
schools, we would like States to find more creative approaches that 



ERIC 




153 



include publicizing programs in places where low-income families 
are more likely to find themselves, in the laundromat, in conven- 
ience stores, in a gas station, or something of that sort. 

We are concerned that assessment instruments be evaluated for 
their cultural competence before they are applied and before they 
are used to make sure the assessment of children as a part of the 
program is culturally relevant, but we also want to be assured the 
service providers who work with the families have the capability of 
relating to families, establish a rapport that will get the best re- 
sponse from families in terms of follow-through and implementa- 
tion of programs. 

The central directory is another example. We would like to be- 
to see some indication that States are developing a central directo- 
ry that is truly inclusive, and including the kinds of programs that 
have staffs that are culturally diverse and have cultural compe- 
tence and training as part of their service provision package. 

Personnel development is a critical issue in terms of implementa- 
tion of this program. Just two examples of the kinds of things we 
think would be important, provision of incentives, funding, out- 
reach to attract more persons of color to go into programs that 
train speech therapies, physical therapists. 

The numbers become more dramatic when you look at the 
number of people of color entering those programs. Clearly, some 
outreach needs to be encouraged. 

Another area of concern is the outreach to educational institu- 
tions that have culturally-diverse faculties and training resources, 
including Historically Black Colleges and Universities. We are con- 
cerned that a lot of the technical assistance that is being provided 
to service providers, while certainly an attempt has been made to 
develop materials that can be used to improve their cultural com- 
petence, we think that not enough has been done to include actual 
programs, training programs, institutions, universities that have 
culturally-diverse faculties and that serve a significant culturally- 
diverse population. 

We also would like to see planning bodies that reflect low-income 
families and a more culturally-diverse population. We would like to 
see planning bodies that are truly reflective of the communities 
that they serve, and, of course, the best example is the ICC, the 
Interagency Coordinating Committee. 

There are a couple of recommendations that we had made and, 
of course, they are discussed in detail in the written testimony. I 
would just like to sum up by saying that we would like to recom- 
mend that the legislation build in assurances that States will have 
to respond to in terms of indicating their efforts to implement some 
of these strategies that we have identified to make sure that their 
programs really are more responsive to the needs of the growing 
percentage of the population that they will be providing services to. 

And our of her recommendation was that there be some financial 
incentives for States in order to do this. We know that funding is— 
continues to be a major issue, and it was not our intent that we 
suggest something that was cumbersome and not doable. 
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We are also recommending that some financial incentives be pro- 
vided to encourage States to do that. Again, I want to thank you 
for the opportunity to talk to you today, and to say again that Part 
H is a program that is good, not only for all of the infants and tod- 
dlers of the country, it is good for the country, and we support it. 

[The prepared statement of Ruth Rucker follows:] 
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The Part H early intervention program signals new directions 
in federal policy. It is the first indication of a broad-scale 
federal commitment to infante and toddlere with developmental 
delay* end disabilities. It breaks new ground by moving toward 
IftRily-centered rather than child-centered services and incor- 
porating parent training and couneeling with therapeutic services 
for children* In eo doing, it repreeente a eigniflcant departure 
from the way most states have viewed early intervention. 

Our Task Force ie moet concerned about how etatee will 
assure that low-income and culturally diveree families have 
access to appropriate early intervention services. Infanta and 
toddlere will benefit from early intervention only if the 
services are provided in ways compatible with the belief e and the 
culture of the family. Yet, to date few etatee have made more 
than piecemeal efforts to overcome the barriers created by 
poverty, language, geographic location and cultural differences. 
These obstacles need to be addressed systematically in stttee' 
Part K planning. A monograph published by the Georgetown 
University Child Development center states; 

Within ethnic groups, there are many cultures and 
subcultures, though some common history may be shared. 
Cultural competence refers to a program's ability to 
honor and reepect those beliefs, interpersonal atylee, 
attitudee and behaviora both of familiee who are 
clients and the multicultural ataff who are providing 
services. Zn so doing, it incorporatee theee values at 
the levela of policy, administration and practice. 

Zn this context, the Task Force hae identified a number of 
concerns pertinent to the reauthorization of Part K. 

It We are concerned about cul tural competence . Few current 
service-delivery sy stems are able to provide appropriate services 
to all familiee in a culturally diveree community. Yet little, 
if any, serioue effort is being made by etate Part H policy- 
makers to include low-income parents end parente of color in the 
Part H planning process, Their direct knowledge of the culture 
and beliefs of the familiee to be served is essential to the 
euccees of the system in eerving a culturally diveree community, 
Zt ie indeed troubling that eeneitivity to the ieeue of cultural 
competence is lacking on such a broad eoale throughout the 
etatee. 

A baaic reaaon to promote culturally competent Part H 
ayetems is to assure that poor familiee will be adequately 
served. While poverty ie on the riee among all children, 
children of color are more likely to live in poverty than white 
children — especially if they live in a eingle-parent home. 
Further, single-parent households headed by African American or 
Riepanic women with children 18 yeara and under are one-and-a- 
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half times as likely to ba in poverty aa thoaa headed by whita 
woman* 

2- Another maior oonoim of aum 1b p«rsonnal. Tha Task Forca 
is extremely troublad both about tha nationvida shortage of aarly 
intervention therapists end about tha lack of euch paraonnal from 
culturally diverse baokgrounda. in tha District of Colunbia, for 
example, deapita a growing need for their services, there are 
fewer people than aver before in the araaa of physical, 
occupational and spssch therapy. And nationwide, the number of 
drastically** 1 ** going int0 thu * of tr * in * n 9 h " dropped 

Specific personnel issues idontilied by the task force 
include tha following) 

Firat, while tha Part H statute gives statae tha diacration 
to aetabliah standards for "qualified personnel, 11 bobs atatea are 
adopting standards that exclude candidates with expertise and 
foreign certification, such candidates do not receive anv credit 
for educational work completed. 

Second, outreach and financial laaiatanee are inadequate to 
encourage people of color to pursue careara in tha early 
intervention professions. Minority paraprofaaaionala receive 
little, if any, encouragement to pursue mora formal training 
programs. 

Third, tha unavailability of culturally competent 
profeaaionala to serve iaolated rural araaa ia particularly 
troublesome. 

Fourth, properly trained interpreters are often unavailable. 
And even where they are, aoma programs era refuaing to pay for 
interpreter services. This practice effectively deniea early 
intervention services to a child in a non-English speaking 
family. * r * 

3. A third area of nonearn ie child-find and mublie awareneee. 
Families of color and low-income faailiaa are not receiving 
sufficient information about tha Part H program and are not being 
aaked to participate in the planning of Part H aarvicea in a 
meaningful way. Although tha implementing regulationa provide 
that Part H systems coordinate their activitiaa with axiating 
programs, few states are making tha necessary sf forts to work 
with programa that serve low-income families and families of 
color* 

*• Financing is another concern. Statae cite the cost of 
providing services and tha cost of dsvaloping adequate training 
programs as the reasons they are not making tha extra ef forte 
neceasary to find and to serve families of color and low-income 
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families and to develop culturally competent program. Without 
an adequate inveataent in these efforts, however, many infanta 
and toddlera in these etatea will not benefit to any significant 
degree from the Part K program. Furthermore, children who are at 
risk of disability nay not aee a sign of early intervention 
programs unless adequate financial resources become available. 

Taking these concerns into account, we would like to make 
the following recommendations for revisions in the etatute that 
we believe could reault in constructive improvements at both 
state and local levels. 

RECOMMENDATION 1 

To promote cultural competence in atatewide early 
intervention systems and to stimulate access of low-income 
families and families of color to services, we recommend that an 
aesuranoe be added to Section 678(b), Statement of Assurances, 
whioh would readi 

(7) provide satisfactory assurance that policies and 
practices will be adopted (a) to ensure meaningful 
involvement of traditionally underserved groups, 
including low-income fami.-i.es and families of color, in 
planning and implementation of the part H system; and 
(b) to ensure that these families have access to 
culturally competent services withia their own local 
areas. 

we would urge that the Committee report accompanying the bill 
contain the following list of policies and practicee, which 
states should use to satisfy the Department of Education that 
this assurance has been mots 

* memberships and committees of the state and local 
Interagency Coordinating Councils (ZCCs) reflect the racial 
and cultural divereity of the population eerved; 

* child-find and public-awareness campaigns are community- 
based and well conneoted to contact pointa for low-income 
families and families of color; 

* the state's central Directory for Part K includes 
individuals and organizations with staff that are culturally 
diveree and that provide family support and advocacy 
servicee for low- income and culturally diverse communitiee; 



Part H staff reflect the ethnic and cultural diversity of 
the oommunity being served and receive training to help them 
work positively with culturally diveree families; 
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* bilingual staff are hired when needed and properly trained 
tranelatore are made available when bilingual etaff are 
insufficient; 

* aessssment tools are evaluated for cultural appropriateneea 
bft£fi!ft being used; 

* Part H oaee managers will reoeive training about the varioue 
federal and etate benefit progra&e to enable then to alert 
families to the availability of benefits end to help them 
apply for them; 

* the comprehensive system for personnsl development (CSPD) 
will inolude oollegee and univereitiee with oulturally 
diverse etudent bodiee and faoultiee and encourage use of 
femiliee and paraprofessionals from the community in 
developing pereonnel for Pert H. 

The etate of Maryland hee adopted a child-find goal in ite 
fourth- /sar application that offsrs one example. The goal is to 
setablish e minority advisory committee , end the activities would 
heve an impact beyond the child-find and public-awareness 
systems. Attachmsnt B contains a copy of Maryland's goal and 
activitias. 

MCOMMENDXTIOtt 2 

atatee that assk full participation of low-income familiee 
and familiee of color in their Part H systems certainly need 
financial resourcss to support thsir sffort. We believe that a 
combined strategy of incentive grants for outreach and an 
expansion of Part H funding for eervicee will give states the 
support they need. 

To fund outreach we recommend modification of the Early 
Childhood Education program to -< sourage etetee to undertake 
expanded outreach to all low-income familiee. States would have 
to apply for the grants and spscify how they would uee the 
do 11 are to reach underssrved populations. Ths grant would be in 
addition to a etate •s allocation of Part H ssrvics funds. 

To expand ssrvics s, we recommend that Congress considsr an 
allocation systsm that rswards the etatee that are making 
progress on Part K whils continuing to support ths states that 
are taking longer to develop their statewide systsms. We believe 
that Part H muet provide more than glue money if etatee are going 
to find and ssrvs all families well. 

In conclueion, permit me to state that the reauthorization 
of Part H comee at a time when national concern about the 
condition of children's livss is high, particularly about ths 
level of infant mortality and morbidity, the growing number of 
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Part K ia good for children and it' a good for the country, 
we ara glad it haa wide oongraaaional aupport. 

Wa urge tha Committee to oonaidar the recoomandationa in 
thia teatiaony. Thay ara prupoaad in an effort to make an 
excelle: t program even sore affective. 
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Attachment A 



Minority and bov-Xncoaa Parent Empowerment 
Task Force 



Marva Benjamin, Assistant Director 
Znitiativa on cultural Diversity 
Child ft Adolaecant Sarvica system Program 
Washington, DC 

Deborah Booth, Special projects Manager 
Eaet coast Migrant Head start Projaot 
Chapel Kill, KC 

Alan K. Chambers, Director 
Leadership and Project Development 
Children 9 e Defense Fund 
Waehington, DC 

Lauran Davin 
Parent Participant 
waehington, DC 

Jan Yofcua da Calderon, Director 
Roeeaont center 

Washington, DC 

Deniie Da la Rosa, Education Policy Analyst 
National council of La Rasa 
Washington, DC 



Jane Deweerd, Coordinator 

Services far Childrsn with Disabilitiea 

Head Start Bureau 

Department of Health £ Human Services 
waehington, DC 

Elisabeth Ford, Director 
Special Pro j acts 

national Association for the Education 

of Young Children 
Washington, DC 

Paula F. Goldberg, co-director 
Parent Advocacy coalition for 

Educational Rights 
Kinnsapolis, fflf 

Angola Herring 

Special Education Coordinator 

Edward c. Masiqua Parent Child Center 

waehington, PC 
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Ann Hill, Director 
Social Welfare and Health 
national Urban l<eague 
New York, NY 

Bavarly Jackson, Sanior Policy Analyat 
Nat'l Black Child Development Inat., Inc. 
Washington, DC 

Elizabeth Kuhlman, Coordinator 
Regional Accaaa Project, Region XX 
Dapartaant of Human sarvicas a Education 
New York, NY 

Joan Loabardi, Ph.D. 
Early childhood Conaultant 
Alexandria, VA 

Mary McGonigel, Asscciats Diractor 
National Cantor for Family cantered Care 
Aea»n for the Care of Children 1 e Health 
Bsthesda, HD 

Freda K itches, Coordinator 
Hoaeleee Training Project 
National Asaociation of Community 

and Migrant Health centers 
Washington, DC 

Maria Elena Orrego, Director 
The Faaily Place 
Washington, DC 

Suzanne Ripley 

National Information center for 
Handicapped Children and Youth 
McLean, VA 

Richard Roberta, Ph.D. , Co-director 
Early Intervention Research Institute 
Utah State University 
Logan, UT 

Gloria Rodriguez 

AVANCE Faaily Support and Education Programs 
San Antonio, XX 

Ruth Rucker, Executive Director 
Edward c. Hasique Parent Child Center 
Washington, DC 
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Justine Strickland 

East Rivsr child Osvslopmsnt cantsr 

Hsw tfork, HY 

D*bi Tiodala 

Parsnt Participant (Ficc) 
Tacoaa, wa 

Virginia Visv 
Coordinator, Project 0-3 

National Cantsr for Clinical Infant Programs 
Arlington, va 
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Attachmant B 

The Maryland Example 

G. Minority Advisory committee 

The Stat* of Maryland recognizes the multi-ethnic, multi- 
cultural diversity of ita people, and it plana to raaeh out 
to thoaa communities who hava been unaarvad or understrved 
by intei vent ion programs in tha past. 

Goal - G; To increase public awareness/and liaison with the 

minority/culturally diverse community who Bay have been 
unserved or understrved by intervention programs in the 
pas*., and to increase participation in the development 
of the state plan, t 

G 1.0 Establish a Minority ldvisory committee to facilitate 
liaison between the infants and Toddlers Program and 
the community. The Minority Advisory committee ehould 
have repraaentatives fioa the various minority groups 
that make up the population of Maryland, with special . 
interest in the three largest minority groups: Africa* 
Americans, Kispanics and Asians. 

G 2.0 Contact minority organizations with special intereet in 
children and health issuss. 

a. Make awareness preeentations to these groups when 
possible. 

to* Request representatives of organizations to bs members 
of the Minority Advieory Committee. 

G 3.0 Hold regional workshops on PL 99-457 targeting the 
minority population. 

G 4.0 Hold a statewide multi-cultural, multi-ethnic 

conference on PL 99-457 for parente, profeeeionale, 
health providere, advocates and state and local 
agencies. 

Accountability requirement 

1. Account for number of workshops held and number of 
attendees. 

3. Account for inoreasee in early intervention ssrvicee to 
minority children. 

3. Account for increaead participation of minorities in 
planning for and implementing PL 99-457 in the state of 
Maryland. 
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Chairman Owens. Thank you. 

Mrs. Lourdes Putz and Dr. Mary Beth Bruder. 

Dr. Bruder. Good morning, Mr. Chairman, members of the sub- 
committee. My name is Dr. Mary Beth Bruder, and I am the Direc- 
tor of Family Support/Early Intervention Services at the Mental 
Retardation Institute, which is a university-affiliated program in 
Valhalla, New York, and I am also an Associate Professor of Pedi- 
atrics at the University of Connecticut School of Medicine. 

I have been involved in the provision of early intervention serv- 
ices for children age birth to 5 and their families for the past 15 
years. While I was born and raised in New York, I have only been 
back a year. My 15 years of experience have been within four 
States, all of which provided some level of early intervention to 
children and their families. 

I am happy to be here today to represent the Education Task 
Force of the Consortium for Citizens with Disabilities, CCD, and 
testify on the reauthorization of Part H of the Individuals with Dis- 
abilities Education Act. The Education Task Force of CCD has 
identified a number of i3sues that they recommend be included in 
your reauthorization legislation. I request that the written CCD 
testimony, which I believe you have before you, be included in the 
record. 

During my training and career, I have always learned the most 
about the value of early intervention from the families I have been 
fortunate to meet. I am happy to introduce to you one such parent, 
Mrs. Lourdes Putz and her son Jonathan, and her husband. 

As a parent, she represents the reason Part H of IDEA was de- 
signed. I would like her to share with you some of the issues she 
feels are extremely important to the continued success of Part H 
legislation. 

Mrs. Putz. Good morning. My name is Lourdes Putz. I am the 
proud parent of six children. I guess this qualifies me to say that 
every child has special needs. Some require more attention than 
others, but they all require attention. 

The youngest of my children is Jonathan. He will soon turn 5 
years old. He was born with Downs Syndrome. We were very fortu- 
nate in that from the very first day, we received much support and 
directional assistance from many resources. As a result of this, Jon 
began an early intervention program at six weeks old, where he re- 
ceived educational services, and speech, physical and occupational 
therapies. 

Unfortunately, most parents are thrown for a loop once they 
have been made aware that their child has a disability. They may 
go day to day, floating in a cloud without really being in touch 
with the world around them. 

In many instances, we also have the problem of language and 
cultural barriers. Because of this, it is so important that we have 
knowledgeable people from the beginning who will provide the 
guidance and support that is so necessary. 

In one case that I am familiar with, a child was born with multi- 
ple disabilities to an undocumented couple. The fears, language 
and cultural barriers caused these parents to wander for months 
without any real understanding of their child's disability or of serv- 
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ices that were automatically available to that child as a citizen of 
the United States. 

In another case involving a 1.5-year old child born with Downs 
Syndrome to a young Hispanic girl, the child has many medical 
disadvantages which cause her to be ill 75 percent of the time. It 
has been determined that because of her illness, the most appropri- 
ate place for this child to receive service at this time is within her 
home. 

Except that because the child's parent is Spanish-dominant, the 
chHd must receive bilingual services. However, the child has re- 
ceived no service in the past eight months. Because of language 
barriers, the mother has been unable to be an advocate for her 
child. This child should be getting service regardless of what lan- 
guage her mother speaks. 

As parents of children with disabilities, we must also stop short- 
changing our children. In order for them to grow and be accepted 
as individuals in their communities, inclusion must begin from day 
one. A strong foundation will give our children the opportunities to 
participate in a typical environment. Inclusion will also create a 
community that is aware and sensitive to the needs of persons with 
disabilities. It is their right as individuals to be part of the commu- 
nity, regardless of their disabilities. 

It is for these reasons that as you consider reauthorizing the Part 
H program for infants and toddlers, I ask that you pay close atten- 
tion to the recommendations of the Consortium of Citizens with 
Disabilities so that all parents of infants and toddlers with disabil- 
ities have the opportunities to receive support and services they 
want and need from the very beginning of their child's life. 

Thank you. 

Dr. Bruder. If you will, Mr. Chairman, I would like to take a few 
minutes to highlight some of the issues which were identified 
within the CCD testimony and in Mrs. Putz's statement. In particu- 
lar, I would like to address four issues: 

The critical need for cultural sensitivity within early interven- 
tion services; the use of natural environments for early interven- 
tion services; the need for training of all who will be involved in 
the provision of services; and the important role families play in 
the service system. 

Hartford, Connecticut has the largest proportion of Puerto 
Ricans in the country. Forty-seven percent of the elementary 
school-age population is Hispanic, yet only 20 percent of 337 in- 
fants referred to the Early Intervention Coordination Center in the 
greater Hartford area were Hispanic, as were 27 percent of 189 in- 
fants receiving early intervention services through the Department 
of Mental Retardation in the same geographic area. 

This small number is even more surprising considering that 95 
percent of the pediatric caseload in Hartford Hospital is Hispanic. 
The primary problem seems to be a shortage of bilingual staff and 
a lack of awareness about the unique cultural values of the Puerto 
Rican families. 

From 1986 to 1989, 1 directed a model demonstration early inter- 
vention project, the Ninos Especialles Program, in Hartford, Con- 
necticut. During the three years, we provided services to 34 infants 
with severe disabilities and their families of Puerto Rican heritage. 
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Unfortunately, many of these families encountered the same bar- 
riers to services described by Mrs. Put?,. The families were eventu- 
ally referred to our project through a variety of sources, all of 
whom had received a personal contact by a member of our bilin- 
gual staff. 

One-third of these infants were born on the Island of Puerto Rico 
and only one of the families had an employed parent. The rest re- 
ceived public assistance. Yet, when provided with services which 
were directed at the parents' perceived needs in their preferred 
language, the families thrived. The families were able to identify 
and receive individualized services which met their expectations 
and family system. 

In fact, most of the initial IFSP goals developed by the families 
focused on support needs: Finding housing, coordinating medical 
appointments, learning to understand English, et cetera. After 18 
months of services, these families were able to design goals that 
primarily reflected their child's intervention needs. It should also 
be noted that our project was family-directed. That is, we supported 
the rights of the families to refuse services, providing the refusal 
did not constitute abuse or neglect. 

We have subsequently been funded to provide outreach training 
to service providers and families in Connecticut and New York. We 
have offered over 30 workshops and long-term trainings to early 
intervention programs in the past year. We have found a great 
need for training. Most of this training encompasses sensitivity and 
respect to all cultures; that is, explaining cultural values, customs 
and beliefs and their effects on the provision of early intervention. 

I urge you to recognize the need for cultural sensitivity within 
the reauthorization of Part H by including the CCD recommenda- 
tions to require that States recognize the individual service needs 
of families through training on cultural sensitivity within the Com- 
prehensive System of Personnel Development, CSPD. 

I also urge you to require the use of culturally emblased assess- 
ments conducted in a family's preferred language within the eval- 
uation phase of Part H services. 

The natural environment for an infant is the family. The Ninos 
Especialles Program I previously referred to provided services to 
families in their home. The natural group environment for infants 
and toddlers in today's society is community early childhood pro- 
grams, child care programs, nursery schools, toddler play groups, 
and other settings in which typical infants and toddlers participate. 

Over the past 15 years, I have always been fortunate to be able 
to design, provide and evaluate early intervention services in set- 
tings having both infants and children without disabilities. 

In my first professional position as a preschool special education 
teacher in Vermont, I was able to learn from the beginning that 
the segregation of your children with disabilities into specialized 
programs does not make sense. 

As we strive for a community-based system of integrated services 
for persons with disabilities across the life span, we must start at 
the beginning. 

Most recently, I have been directing a number of federally 
funded projects which focus on the design, provision and evaluation 



ERLC 



172 - : 



168 

of early intervention services within community early childhood 
programs for children age birth to five with disabilities. 

Unfortunately, this service model is not routinely provided to all 
eligible children and families. Though research and evaluation 
data strongly support the provision of integrated services, State 
regulations and funding sources can prove to be disincentives to 
achieving this goal. 

In 1988, we conducted a survey in Connecticut to assess the atti- 
tudes of both school superintendents and special education direc- 
tors on the integration of preschool age children with special needs 
into programs with preschool age children not having special 
needs. 

The respondents overwhelmingly supported integration. In par- 
ticular, though, and of most importance, was the fact that 82 per- 
cent of the superintendents and 90 percent of the special education 
directors felt that discretionary financial resources needed to be al- 
located in order for them to provide the integrated services. 

In the same State of Connecticut, over 200 infants and toddlers 
who have moderate to severe disabilities are receiving early inter- 
vention within community early childhood settings under the aus- 
pices of the Department of Mental Retardation, 

This is due to administrative recommendations which were for- 
mulated from a deinstitutionalization court order. 

The Department's newly developed philosophy supports commu- 
nity participation at all levels and for the past three years infants 
and toddlers have been receiving early intervention services within 
their homes or in community settings in which typical children 
participate. 

This model has proven so successful that New York State is pro- 
posing this type of placement option under its proposed Early Care 
Legislation. 

I join with CCD to strongly recommend that language be inserted 
into Part H to recognize the importance of including infants and 
toddlers with disabilities in community environments. 

Both Connecticut and New York are beginning to move toward 
providing early intervention services in integrated settings, and I 
would like to see this continue. 

I would also like to insure that infants and toddlers without dis 
abilities have the benefit of playing and learning beside infants 
and toddlers who have disabilities. 

I direct a number of preservice and inservice training programs 
in both New York and Connecticut. I am able to report that in 
these two States, the need for personnel to meet the needs of in- 
fants, toddlers and their families clearly parallels the National 
needs. 

In New York, as part of the development of the CSPD, we have 
just completed a series of five needs assessments with pediatri- 
cians, day care providers, early intervention program directors, 
early intervention service providers and preservice training pro- 
grams. 

The surveys focused on the existing need for training on issues 
related to Public Law 99-457. I would like to highlight the fact that 
out of a limited sample of 39 colleges and universities in New York 
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State, only five are providing a training program specific to infants 
and toddlers with disabilities and their families. 

Clearly, preservice programs will not meet the personnel needs 
of Part H without financial incentives. 

Of those surveys distributed to personnel, the results overwhelm- 
ingly supported the need for additional training across a variety of 
topics integrally related to the provision of Part H services. For ex- 
ample, 75 percent of 395 day care providers identified a need to 
learn about caring for children with special needs. 

Likewise, in Connecticut, where I direct a training project for 
day care providers, we had over 128 requests for training about 
children with disabilities during the month of March. 

These data must be highlighted because most States are not pro- 
posing to create new licensing or certification systems with train- 
ing requirements specific to the provision of early intervention 
services. 

In fact, the New York State Child Care Coordinating Council has 
just issued recommended standards for child care programs and 
providers. The needs of children with disabilities are not addressed. 

I would also like to support the need for training opportunities 
for families who will receive Part H services. In Connecticut, we 
convened a group of parents of children with disabilities to assist 
us in developing recommendations for Part H. 

These families participated with representative groups of the ten 
professions addressed by the law. The families identified a number 
of skills they felt were needed in order for parents to fully partici- 
pate in Part H services. 

These included such skills as the ability to: access information; 
participate in the team process; communicate effectively; utilize 
family supports; utilize professional expertise; and most important- 
ly, build partnerships. 

Most parents are not born with these skills, and some may not 
even want to acquire all of them. However, I feel that parents are 
asking for the option of becoming better skilled at negotiating the 
service delivery system created by Part H. 

I would like to join CCD in requesting that the committee exam- 
ine the provision for inservice training under Part H for profession- 
als and paraprofessionals and provide recommended funding levels 
to States so that they may develop a coordinated and comprehen- 
sive system of personnel development. 

In addition, I support CCD's recommendation that the reauthor- 
ization recognize the training needs of families and support State 
level efforts to address these needs in a systematic and organized 
way. 

I join CCD in recommending that Congress increase funding for 
the Parent Training and Information Centers under Part D so that 
parents of the youngest group of children with disabilities will be 
prepared to participate fully in the provision of early intervention 
services. 

Part H services were developed to encompass the entire family 
system. Recognizing the principles of family-centered care, I would 
like to recommend that the committee continue to refine a number 
of areas directly related to family participation within early inter- 
vention services. 
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First, and foremost, is the fact that many families do not want to 
be managed as cases. Therefore, service coordination seems to be a 
logical replacement for the process currently referred to as case 
management. 

Second, most parents currently fill this role. As one parent who 
coordinates a project for me recently said, "For 13 years I have 
been locking for the elusive case manager who can organize the 
system for Marie. I would love to find one." 

Unfortunately, Marie's multiple needs preclude any one provider 
being able to negotiate the medical, educational, social service and 
equipment agencies as well as the parents have been able to. 

As recommended by CCD, I feel that Part H should recognize the 
competence of those families who choose to coordinate their own 
services by allowing them to be their own service coordinator. 
Going along with this notion is the belief of "equal pay for equal 
work." 

I would also request a careful examination of sliding fee scales to 
fund Part H services. Such fees can severely limit a family's ability 
to access services, and such financial assessments are invasive to 
the integrity of the family unit. 

Also, such assessments do not take into account the kinds of ex- 
penses families incur in day-to-day living. A project we have in 
Connecticut which provides technical assistance to families with 
children with complex medical needs received 146 requests within 
a three-month period, of which 70 percent had to do with funding 
and family support issues. 

Additionally, another of our family projects identified "out of 
pocket" expenses incurred by a family as a result of having a child 
with a disability. These costs included such effects on a family as 
the loss of job or career opportunity, loss of leisure/family time and 
loss of time for basic household tasks. 

Expenditures included the purchase or rental of medical equip- 
ment, supplies, special adaptations to the home, higher utility bills, 
the purchase of adaptive equipment, special transportation, dietary 
supplements, diapers or special clothing, special soaps, lotions, eye- 
glasses, hearing aids, braces, adaptive toys, child care and respite 
expenses, mileage to medical appointments, additional therapy 
costs including family therapy, higher insurance premiums, and co- 
pay amounts on other medical bills not covered by insurance. 

Although some of these would be funded by the Part H, I join 
with CCD to strongly recommend that the subcommittee carefully 
examine the use of a sliding fee system as it relates to the Part H. 
system. 

Such a system could be construed as discriminatory, especially in 
light of the fact that the regulations of Public ^aw 89-313 prohibit 
the billing of families to fund early intervention services. 

This could result in a funding dilemma in that many States, such 
as Connecticut, are using Public Law 89-313 dollars to fund early 
intervention services. 

The implementation of sliding fees may result in services being 
delayed or denied to families, and most importantly, it may under- 
mine a family's ability to control the services their child may need. 
Please examine the funding provision carefully to avoid any addi- 
tional cost burdens to families. 
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In closing, I would like to thank you for the opportunity to speak 
before you. I urge you to consider the rec ^ emendations from CCD. 
There are many others in addition to those I have mentioned, and 
they are just as important to the continued implementation of law. 

For example, I join with CCD in recommending that the Secre- 
tary be authorized to grant time limited waivers of specific fourth* 
year requirements to States which have certified they have had sig- 
nificant hardships in meeting implementation timelines. 

This is even more crucial in light of the budget situations in 
many States, such as New York and Connecticut. In addition, I join 
with CCD in recommending that the reauthorization of Part H re- 
quire a funding formula based on child count. 

I feel that this will provide the incentive States need to develop 
an aggressive child find system so that those families that both 
Mrs. Putz and I have dealt with will have easier access to services. 

I would like to close by thanking Mrs. Putz and Jonathan for ac- 
companying me today. I feel that Mrs. Putz was able to illustrate 
the importance of families to the overall success of the law. 

I feel that she and every other family who has participated in 
early intervention must be given the opportunity to fulfill their 
dreams for their child. Public Law 99-457 has begun to allow fami- 
lies to do that. 

Early intervention has also been responsible for enabling the 
children who have participated in such services to fulfill their 
dreams. Mitchell Levitz is a 20 year old young man who is fulfill- 
ing his dream of working in politics. He is currently interning with 
New York State Assemblyman George Pataki of Peekskill. Mitchell 
happens to have Down Syndrome, and he was the first child en- 
rolled in the infant intervention program sponsored by the UNP at 
MRI. 

This occurred when he was 15 months old. Mitchell feels that if 
he had been enrolled sooner, he could probably be running for 
office by now. 

Mitchell is truly a special young man who, because of his fami- 
ly's tenacity, has been able to attend neighborhood schools and has 
even passed his Regents Competence Exams and coursework to be 
able to receive a regular Regents High School Diploma. 

This is no small feat as those of us from New York are well 
aware. Mitchell's mother, Barbara, now coordinates a New York 
State Health Department funded Regional Planning Group for 
early intervention at MRI. 

On behalf of Mitchell and Jonathan and their families, and all 
the others who have benefited from early intervention, I would like 
to thank you for your continued commitment to strengthening 
early intervention services. 

I would like to have Mrs. Putz introduce her family at this time. 

[The prepared statements of Dr. Mary Beth Bruder and Lourdes 
Putz follow:] 
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Good morning Mr. Chairman, Members of the Subcommittee. My name is Dr. 
:aiy Beth Bruder and I am the director of Family SupporuEarly Intervention services at 
tie Mental Retardation Institute whkh is a University Affiliated Program in Valhalla, New 
York and I am also an Associate Professor of Pediatrics at the University of Connecticut 
School of Medicine. I have been involved in the provision of early intervention services for 
children age birth to five and their families for the past fifteen yean. While I was born and 
raised in New York* I have only been back a year. My fifteen years of experience has been 
within four states, all of which provided some level of early intervention to children and 
their families, 

I am happy to be here today to represent the Education Task Force oi the 
Consortium for Citizens with Disabilities (CCD) and testify on the reauthorization of Part 
H of the Individuals with Disabilities Education Act The Education Task Force of CCD 
has identified a number of iisuai that they recommend be included in your reauthorization 
legislation. I request that the written CCD testimony* which I believe you have before you. 
be included in the record. 

During my training and career, 1 have always learned the most about the value ?\ 
early intervention from the families I have been fortunate to meet I am bapp> \* 
introduce to you one such parent* Mrs. Lourdes Putt and her son Jonathan. As a parent, 
she represent! the reason Part H of IDEA was designed. I would like her to share 
you some of the issues she feels are extremely important to the continued success of Han 
H legislation. 
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I would like to take a few minutes to highlight tome of the issues -hicb were 
identified within the CCD testimony and in Mr*. Pub* statement. In particular I would like 
to address four issue*; the critical need for cultural aenaitfvlty within early intervention 
service the use of natural environments for early intervention services; the need for 
training of all who will ho invoked in the provision of services; and the important role 
families play in the seivicc system. 

Cultural Sensitivity 

Hartford. Connecticut has the largest proportion ef Puerto Ricans in the countiy. 
Forty-seven percent of the elementary school age population is Hispanic, yet only 209c of 
337 infants referred to the Early Intervention Service Coordination Center in the greater 
Hartford area (encompassing 37 towns and the city of Hartford) were Hispanic, as were 
27% of 169 infanta receiving early intervention services through the Department ox Mental 
Retardation in the same geographic area. This small number is even more surprising 
considering that 9596 of the pediatric caseload at Hartford Hospital is Hispanic. The 
primary problem seems to be a shortage of bilingual staff and a lack of awareness about 
the unique cultural values of Puerto Rican families. 

It is important jo realize that twenty-six separate nationalities are called Hispanic, 
and while certain characteristics may be found in each, there is considerable variation 
among groups. Spanish sperHng populations span all socioeconomic classes and 
educational backgrounds. Differing degrees of acculturation, socioeconomic class, 
education* occupation, geographical end racial origins will affect beliefs and behaviors. For 
ewunple, Puerto Ricans are different from other Hispanic cultures because of a number of 
factors; they are U.S. citizens, therefore, they can work legally in the U.S. and be eligible 
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public assistance; they are only three hours from their home, therefore, tbey can "try 
•up out" and return home; and most importantly, tbey usually do not achieve improved 
conomfe status after migration. Unfortunately, most of these cultural iuuci don't get 
addressed by early intervention program* because the most important aspect of the 
Hispanic culture, language, becomes a barrier to services. 

From 1983*198$, I directed a model demonstration early intervention project, the 
Nino* Especialle* Program- > Hartford, Connecticut During the three years, we provided 
services to thirty-four infanta with severe disabilities and their families of Puerto Rican 
heritage. Unfortunately, many of these families encountered the same barriers to services 
described by Mrs. Putz. The families were eventually referred to our project through a 
variety of sources, all of whom had received a personal contact by a member of our 
bflingutl staff. One third of these infants were born on the island of Puerto Rico and only 
one of the families had an employed parent. The rest received public assistance. Yet. 
when provided with services which were directed at the parents' perceived needs in their 
preferred language, the families thrived. The families were able to identify and receive 
individualized services vhich met their expectations and family system. In fact, most of the 
initial IFSP jcals Jswic^d by the families focused on support needs: finding housing, 
coordinating mimical appointments, learning to understand English, eta After 18 months 
of services, these ferdlies werr able to design goals that primarily reflected their child's 
intervensta nrcdi. I; should a*o be noted that our project was family directed. That i*. 
we AtppCJR^d tfte rij+it c c the families to refuse services (providing the refusal did not 
constitute ejuse or &c;Wrt). 

V/j have subsequently been funded to provide outreach training to service providers 
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and families in Connecticut and New York. We have offered over 30 works; s ana 
long term trainings to early intervention programs in the past year. We have found a gr- *t 
need for training. Most of this training encompasses sensitivity and respect to all cultures, 
that is, explaining cultural values, customs and beliefs and their effects on the provision of 
early intervention. 

LittBLBBLtt r*t>*nim th* md for cultural saniWittv within tha reauthorization 
of Bait H *v tnehkltM th« CCD rrammgndattini to wonlw thmt tfjflM -co™'" th# 
Individual nacda of flmlUai tnrmirt tnlnjni oti mlflm] sensitivity within the 

ComnrfchftnUwa Svittm of Pfcrtonnal D e vrio P m#iit fCfiPPl Tilin tir- vmi to raquii^ tho 
HH ejfliUanUK linhtoltd aiP""*"" ennductad in a flyalba Prtfrirad ItilgmB within 
the mhaitoa phaaa of Part H HBfcu, 
Inclusion in Natural Environment* 

The natural environment for an infant is the famify. The Ninos Especialles Program 
1 previously referred to provided services to families in their home, The natural group 
environment for infants and toddlers in today's society is community early childhood 
programa: child care programs; nursery schools; toddler play groups; and other setting m 
which typical infants and toddlers participate. 

Over the past 13 years, I have always been fortunate to be able to design, pro\:de 
and evaluate early intervention services in settings having both infants and children wuh 
disabilities and infants and children without disabilities. In my first professional pout;ca 
as a preschool special education teacher in Vermont, I was aMe to learn from the 
beginning that the segregation of your»» children with disabilities Into specialised program % 
dot* not make sense. As we strive for a community based system of Integrated services Tor 
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iiag project (or day care provide* we had over 128 requests for training about children 
th disabilities during the month of March* These data muit be highlighted because most 
ites art not proposing to create new licensing or certification syitems with training 
equirement* specific to the provision of early intervention services. In feet, the New York 
State Child Care Coordinating Council has just issued recommended standards for child 
care programs and providers. The needs of children with disabilities are not addressed. 

I would also like to support the need for training opportunists for families who will 
receive Part H services. In Connecticut, we convened a group of parent* of children with 
disabilities to assist us in developing recommendations for Part H. These families 
participated with representative groups of the ten professions addressed by the law. The 
families identified a number of skills they felt were needed in order for parents to fully 
participate in Part H services. Here included such alalia u the ability to: access 
information; participate in the team procesi; communication effectively; utilize family 
supports; utilize professional expertise; and most importantly, build partnerships. Most 
parents are not born with these skills, and some may not even want to acquire all of them. 
However, i . . that parents are asking for the option of becoming better skilled at 
negotiating the sendee delivery lyetem created by Part H. 

I gftUM It* to loin CCD In requaatlM that thm Commits — -tn« tha nr-nvitlnn 

fflr mtrtng \\* *~ * « fr r profetilonali and parapreftsalonala and provide 
OtmamM flmdllll lllpl* * ttMOi *> that flUXJBgl » coordinated and 

ttnmtaula of Mama] toclaBBent fa m^Mnn, i mopon ccd's 

amnmafldaflfla ***** tf» imauthqHpytan nsggnia the talnlaa oi Camillas * nd 
■inaoft ttata ia-i twiana tn addngj ***** '« * mamaik and I lain 
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CCD In nflnm UrilBI flm Cowpiaa Increase ftindiim for the Parent 1 alfiE-i 4 

lalaaiflga tg n part d m thmt mtmi of tea ysaum ***** *t i irmflith 

lit— MMflg g gfl| ha mtiad to naitfdnata fall? In the proriilon of aarlv Intention 
Family Participation 

Put H services were developed to encompass the entire family system. Recogniaang 
the principles of family centered care, ! would like to recommend that the committee 
continue to refine a number of areas directly related to family participation within early 
intervention services. 

First, and foremost, is the fact that many families do not want to be managed as 
cases. Therefore, service coordination seems to be a logical replacement for the process 
currently referred to as case management Second, most parents currently fill this role* 
As one parent who coordinates a project for me recently said Tor thirteen years I've been 
looking for the elusive case manager who can organize the system for Marie. I'd love to 
find one*. Unfortunately, Marie's multiple needs precludee any one provider being able to 
negotiate the medical educational, social service and equipment agendas as well as the 
parents have been able to. at ~*mm**&* h* ccn. I foal that Part H should rtcomHe 

ft g MmnatMi^ tf thin fc««taa who choose to co*"»"- «■« -wdcta bv allowing 

toa^MMt r tauSlussL fida *** m gift A<g Mtion li flu MM of 



I would ako request a careful examination of sliding fee scales to fund Part H 
service*. Such fees can severely limit a family's ability to access services, and such financial 
assessments are invasive to the integrity of the family unit Also, such assessments do not 
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ions with disabilities across ths lift span, wi must start at tin beginning. 

Moat recently, I hive beta directing a number of federally funded projects which 
kui on the design, provision and evaluation of early Intervention services within 
ooununity early childhood programs for children age birth to five with disabilities. 
Unfortunately, this service modal is not routinely provided to all eligible children and 
famillu. Hough research and evaluation data strongly support the provision of integrated 
services, state regulations and funding sources can prove to be disincentives to achieving 
this goal. 

In 1988, we conducted a survey in Connecticut to aisess the attitudes of bo*b school 
superintendents and ipedal education directors on the integration of preschool age children 
with special needs into programs with preschool age children not having special needs. The 
respondents overwhelmingly supported integration. In particular, though, an<< of most 
importance, wis the fact that 82% of the superintendents and 90% of the special education 
directors felt that discretionary financial resources needed to be allocated in order for them 
to provide the integrated services. 

In the same state of Connecticut, over 200 infants and toddlers who have moderate 
to severe disabilities are receiving early intervention within community early childhood 
settings under the auspices of the Department of Mental Retardation. This is due to 
administrative recommendation* ,vhich were formulated from a deinstitutionalization court 
order. H*c Department's newly developed philosophy supports community participation 
at all levels and for the put three years infanta and toddlers have been receiving early 
intervention services within their homea or in community settings in which typical children 
participate. This model has proven so successful that New York State is proposing this t>pe 
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of placement option under its proposed EerlyCare Legislation. 

1 tola ccn to nam^ g^nmand flu ^i»m ^ htirttit tntfr Pa^i 2 

BfiMDla Iwmtanga *f inchrfhi. Infknti end tortlaM «t* dliitUUiU tn ^mmnnr^ 

lariauamtffc Both Connecticut and New York are beginning to move toward providing 
early intervention servlcea in integrated settings and I would like to tee this continue. I 
would also like to insure that infants and toddlers without disabilities have the benefit of 
playing and learning beside infants and toddlers who have disabilities, 

I direct a number of preservice and inservfce training programs in both New York 
and Connecticut I am able to report that in these two states the need for personnel to 
meet the needs of infants, toddlers and their families clearly parallels the nati *eds. 
In New York, as part of the development of the CSPD, we have just completed a series of 
five needa assessments with pediatricians, day care providers, early intervention program 
directors, early intervention service providers and preservice training programs. The 
surveys focused on the existing need for training on issues related to P.L 99*437. i would 
like to highlight the fact that out of a limited sample of 39 colleges and universities in New 
York State, only five ars providing a training program specific to Infcnts and toddler with 
disabilities and their (tallies. Clsariy, preservice programs will not meat the personnel 
needs of Pan H without flnaacff 1 Incentives. 

Of those surveys distributed to personnel, t!,t results overwhelmingly supported the 
need for additional training serosa a variety of topics integrally related to the pt "isioo of 
Part H servicea For example, 75% of 395 day care providers identified a need to learn 
about cuing for children with special needs. Likewise, in Connecticut, where I direct a 
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a into account the kinds of expenses families incur in day to day living, a project we 
ive in Connecticut which provide* technical aasista&ce to families with children with 
ampta medical naoda received 146 requests within a 3 month period, of which 70% had 
o do with funding and family aupport tituei, Additionally, another of our family projects 
identified "out of pocket" expenses incurred by a femify as a result of having a child with 
a disability. These costs included such effects on a family as the loss of job or career 
opportunity* low of ieiiurc/tsmily time and loss of time for basic household tasks. 
Expenditures included the purchase or rental of medical equipment, supplies (such as 
rubber gloves. frY Jelfy, waterproof pads, thermometers, tubing, gauze, catheters, etc.), 
special adaptations to the home (such as ramps, electrical re-wiring, air conditioners, 
humidifiers), higher utility bills, the purchase of adaptive equipment (such as wheelchairs, 
special beds, bath sets), special transportation (such as wheelchair vans), dietary 
supplements, diapers or special clothing, special soaps, lotions, eyeglasses, hearing aids, 
braces, adaptive toys, child care and respite expenses, mileage to medical appointments, 
additional therapy costs including (amity therapy, higher insurance premiums, and co-pay 
amounts on other medkal bills not covered by insurance. 

Althwrt mm if ihtit ***** »» fey fla p*« h ma, i bin with ten m 

ttimh BB— Mi that th* ih-^mmltt- r^llv tha um of » sMng fc« 

the Hit H svittm. Such a ivtttgi emild h a construed ay 
aanartallv tn Iteht af th# fra the faanlattoiia ef RL» g»4l3 prohibit 
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mad a dmtod hi miUn and tf^HMi^ it iadmahu » an k>« ^ 
ta eaami iiirH ^ am Bum «™-t™ th» ^ IB fl M 



Is clown, Fd like to think you for the opportunity to speak beta* you* I urge you 
to consider the recommendations trom CCD. There arc mwjy trtbwc in addition to thoic 
rva mentioned, and they are just ai important to the continued implementation of law. 
For example, l lota with CCD m m-n V 1ff" M All «^^r KaflSftgad to erant 

gag umftid gttaa of Badge feyflh'iinr aaataajga te **** tea «** ! ntd tti tv 
Eta ^ ^tptff^* ^iMpL* fa ****** \gg^mim nil |a ma mftp » 
mulal fa> im ft* totoajteaaag 1,1 m * Btv N «» YoA comnctkut. 

In addition, I tola with CCD In fcommrndfin that tlw HMuthariMtioii of Put K require 

I BiflttB feflBUli hlMd M SUM tgafc I feel that this will provide the incentive state* 
need to develop an aggressive ohild find astern, 

Fd abo like to dote by thanking Mia. Putt and Jonathan for accompanying me 
today. I feel that Mra. Puu wai able to illustrate the importance of families to the overall 
success of the law. I feel that she and every othar family who has participated in early 
intervention must be given the opportunity to fulfill their dreams for their child. P.L. 99* 
457 has begun to allow families to do that 

Early intervention has airs been responsible for enabling the children who have 
participated aoeb services to fulfill their dreams. Mitchell Levitt is a 20 year young man 
who Is fulfilling his dream of working in politics. He is currently interning with New York 
State Assemblyman George Patald of PeekskilL Mitchell happens to have Down Syndrome 
and he waa the first child enrolled in the infant intervention program sponsored by the 
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I %P it MRL This occurred when he wis 15 months old, Mitchell feels that if he had 
beta able to bo enrolled sooner he could probably be running to? office by nowl Mitchell 
ii truly a spedal young man, who, because of hit fami^s tenacity, hae been able to attend 
neighborhood schools end has even passed his Regents Competency Exams and counework 
to be able to receive e regular Regents High School Diploma. This is no small feat as 
those of us from New York are well aware, Mitchell's mother Barbara now coordinates 
a New York State Health Department fended Regional Planning Group for early 
Intervention at MRI. 

On behalf of Mitchell and Jonathan and their families, and all the others who have 
benefitted from early intervention, I'd like to thank you for you? continued commitment 
to strengthening w jy intervention services. 
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Good morning. My name is Lourdes Puta. I am the proud parent 
of six children. I guess this qualifies me to say that every child 
has special needs. Some require more attention than others, but 
they all require attention. 

The youngest of my children is Jonathan. He will soon turn 
five years old. He was born with Downs Syndrome. We were very 
fortunate in that from the very first day we received much support 
and directional assistance from many resources. As a result of 
this, Jon began an early intervention program at six weeks old, 
where he received educational services, and speech, physical and 
occupational therapies. 

Unfortunately most parents are thrown for a loop once they've 
been made aware that their child has a disability. They may go day 
to day floating in a cloud without really being in touch with the 
world around them. la many instances ve alao have the problem of 
language and cultural barriers. Because of this it is so important 
that we have knowledgeable people from the beginning who will 
provide the guidance and support that is so necessary. 

In one case that I am tamiliar with a child was born with 
multiple disabilities to an undocumented couple. The fears, 
language and cultural barrier, caused these parents to wander for 
months without any real understanding of their child's disability 
or of services that were automatically available to that child as 
a citi2en of the united states. 

In another case involving a l 1/2 year old child born with 
Downs syndrome to a young hispanic girl, the child has many medical 
disadvantages which cause her to be ill 75 t of the time. It has 
been determined that because of her illness, the most appropriate 
place for this child to receive service at this time is within her 
home. Except that because the child's parent is Spanish dominant, 
the child must receive bilingual sei vices. However, the child h«p 
rt?«iv»a no service in the peat •ioht ggn^r, P in n ae at lmnw nv' 
frtrritrt the mother has bean unable to h e an aaaaatt *<>i h «r 
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child. This child should be getting ■•rvioa gSMlAlMMh St MhlS 

liagaifli htr mothT mite, 

Ao parents of children with disabilities we must also stop 
short-changing our children. In order for them to grow and be 
accepted as individuals in their communities, inclusion must begin 
from day one. A strong foundation will give our children the 
opportunities to participate in a typical environment. Inclusion 
will also create a community that is aware and sensitive to the 
needs of persons with disabilities, it is their right as 
individuals to be part of the community, gegardless of thai* 



Part H program for infants and toddlers, 1 ask that you pay close 
attention to the recommendations of the Consortium of Citizens with 
Disabilities so that all parents of infants and toddlers with 
disabilities have the opportunities to receive support and services 
they want and need from the very beginning of their child's life. 

Thank you. 



disabilities. 



It is for these reasons that as you consider reauthorizing the 
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Chairman Owens. Both the father and the son, welcome to the 
committee. 

Mrs. Putz. This is Jonathan, and this is my husband, Frank. 

Chairman Owens. Welcome to the committee. 

That ends our first panel. I want to thank Dr. Bruder for ending 
on an upbeat note. We like to get a little inspiration up here. Of 
course, Dr. Gallagher started that way. 

Before I go into the questions, I just want to note that all of your 
written testimony will be entered into the record. We have also 
been given an additional document— related to the needs of mili- 
tary families— from the Consortium for Citizens with Disabilities 
that also will be entered into the record, if there are no objections. 

Let me congratulate all of you for bringing a rich supply of mate- 
rial for the committee to ponder. Although we have limited time 
here, I assure you that staff will certainly go over your testimony 
in great detail as we move through the process of finalizing the leg- 
islation. 

Dr. Gallagher, as I said before, you started on an upbeat note. 
We are happy to hear that the States are making a good-faith 
effort, despite the fact that this law calls for major reform and de- 
spite the fact that finances are a major problem as you pointed out. 

I don't want to discuss finance. I think that that should be dis- 
cussed in some other p*ace, a larger arena; but I do want to discuss 
a few points that you made. 

The authority of lead agency. Now, if the State designates the 
lead agency, don't they confer upon them the authority to do what 
has to be done? 

What is the problem? 

Mr. Gallagher. Well, on a practical matter, if the Department 
of Education in the State i? given the lead agency responsibility, 
they still have to deal with a varietv of other State agencies, the 
Department of Human Resources and health areas, and these other 
agencies also have their responsibilities and particular concerns. 

And it was proven to be a little difficult to get full coordination 
and cooperation that the lead agency is one of equals under those 
circumstances. 

And what we are asking for here is that it be placed at a some- 
what higher level in order to give the true authority of the State to 
accomplish that coordination. 

Chairman Owens. Do you think that we need to do legislation; 
that common sense wouldn't prevail? 

Mr. Gallagher. Common sense? 

Chairman Owens. It hasn't so far. 

Mr. Gallagher. Mr. Chairman, I think that the structural as- 
pects of this law, as it is being implemented in the States, have im- 
pressed us very much, and we think that it is very important to 
place the authority where it can actually be functional. And that is 
why we are asking for— to move it up at the State level and let the 
State decide where the authority should rest. 

But it should not rest in one of equal agencies but should be at 
some higher level so that that coordination can be, in fact, drawn 
together and enforced by a higher level of authority. 

Chairman Owens. You mentioned the need for responsibility in 
offering comprehensive services. Did I understand you correctly 
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that the State should be encouraged to more aggressively pursue 
diagnostic procedures and go ahead; not be inhibited by what they 
discover? 

They may not be able to handle properly— we should make it 
clear that they don't have to handle it properly; just making the 
diagnosis in some cases is more desirable than neglecting them for 
fear of having to take care of them. 

Would you clarify that? 

Mr. Gallagher. Yes. I appreciate what you are saying, Mr. 
Chairman. What we are impressed with, first of all, was that the 
provision for at-risk children and dealing with them is a very wise 
provision and one that should be followed through on. 

The practical matter of what has happened in the States, howev- 
er, is that the States have looked at their financial condition. They 
have also looked at at-risk children and see a population of, per- 
haps, four or five times that of the youngsters with developmental 
delay and established conditions, and they have become frightened, 
and have backed off. 

And it is very clear that they want to do something in this area. 
But the notion that they will be forced to provide' comprehensive 
services for everyone of these children, and in the three different 
categories, including at-risk, has dampened their enthusiasm some- 
what. 

What we are suggesting is that they should still do consistent di- 
agnosis and monitoring and follow up on these youngsters, so that 
if the youngster, in fact, becomes not at-risk any more, but actually 
developmental^ delayed, then they should be given to direct serv- 
ices immediately. 

But not all of these youngsters will have that. Fortunately, many 
youngsters who are at-risk in our terminology wiil turn out to be 
not developmentally delayed, and therefore would not need an 
enormous number of services at this time. 

So what we are suggesting is a program of monitoring, of screen- 
ing, of making sure that if the youngster really does have a serious 
problem, that they get services, but not to put the burden on the 
States for comprehensive services for all youngsters that would fall 
into that category. 

If yon do do that, then we think the States will back off and will 
not serve these youngsters. 

Chairman Owens. Thank you. 

Dr. Odom, we discuss and debate least restrictive environment so 
thoroughly and repeatedly around here until we may be taking 
some things for granted. 

You say we don't make it clear in the law that LRE also applies 
in the case of preschool children, and we need to clarify that. 

Did I understand you correctly? 

Dr. Odom. I believe it does, because my experience has been that 
States interpret that law differently, and maybe that is their 
leeway. 

But for elementary and high school age children, there is access 
within public education, public school systems, to a normalized set- 
ting within the school building even, that is class rules for children 
without disabilities. 
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For preschool aged children, there often are not— there is not 
that same vehicle for accomplishing a normalized or main stream 
setting. So the interpretation is that since it doesn't exist within 
the public education system, then efforts to provide the least re- 
strictive and normalized environment doesn't apply. 

So my feeling is that States do need more clarification about pro- 
viding services within the least restrictive environment, which is 
actually a range of options, but one of which is inclusion and pro- 
grams for children without disabilities. 

And that is not only for the Part B kids, but as Dr. Bruder said, 
for infants and toddlers, too, who qualify under Part H. 

Chairman Owens. We are also interested in the set of research 
requests that you think are still— we still need to wrestle with an 
answer. We would be happy to hear from you in more detail about 
those at a later date. 

Lt. Colonel Sautter, we apologize for misspelling your name. I 
have it correctly here. 

You said that you are involved at this point in a court case, and I 
suppose you don't want to discuss that in detail, essentially infor- 
mation you provided that DOD has the eighth largest school 
system in the countries; is that right? 

Lt. Colonel Sautter. When you consider the number of students 
that DOD is responsible for educating, that is true, Mr. Chairman. 
It is 185,000-some students. 

Chairman Owens. Is it the contention of the military that just as 
the adults who enlist surrender certain rights by implication, they 
surrender certain rights? 

Lt. Colonel Sautter. You are making the skin on the back of my 
head crawl up and down. I think when we all raise our right hand 
in the military and agree to defend the constitution, we at the time 
probably don't realize it, but with a little bit of maturity, we real- 
ize there are certain things within the military that may be a little 
bit different than our civilian counterparts. And I think that we all 
understand that. 

What grieves us or some of us is that sometimes we apply those 
same criterion to families. As hard as my wife works, she ain't 
wearing combat boots today. She is a dear, sweet lady and taking 
care of my two children. 

She is, has been, and always will be, a civilian, as my two chil- 
dren are; and I think it was the issue — the shock that came to me 
when I asked for the same privilege that occurred to a child who 
lived a half a mile away outside the gate and I found that I could 
not have that. 

And so as a parent who, I think Lourdes Putz indicated, parents 
with disabled children have to learn, they have to be the advocate 
for their child. 

I felt that I was an advocate for the child, and I understood with 
a layman's viewpoint the law, but then I found out that the law 
that I understand — that I understood did not apply to my child. 

Chairman Owens. Well* it is an interesting and important 
issue—one on which I think we would like to see any ma /ial that 
you want to offer, not just for this committee but, I think, the Edu- 
cation and Labor Committee as a whole should be concerned. 
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Ms. View, during the reauthorization of discretionary programs 
under IDEA, the act last year, we focused on the problem of low 
representation of minority personnel, and took some steps to try to 
deal with it. 

Of course, the first and greatest problem several people have 
mentioned already is the personnel shortage overall. 

There is a great need for a mor* aggressive effort to recruit and 
to provide some incentives for people to go into the field in general. 
We addressed that in great detail in our reauthorization of discre- 
tionary programs. 

And if you hadn't heard about that, you might want to consult 
with staff on the kinds of things that are being done now to try to 
deal with that problem. 

Several of you have mentioned parents and parent participation. 
And you know, I smile, because I am a graduate of the community 
action program, including Head Start, where we put a great deal of 
emphasis on parent participation, citizen participation, and lay 
participation, providing some budgetary means for the achievement 
of those ends. 

It requires some money, not much, but some outlay of funds to 
achieve that. I was just wondering for the record, do you think we 
should make some effort to make sure that parent participation is 
spelled out in greater detail, including requiring some percentages 
of the budget to be devoted to it? 

Ms. View. Yes. I think that that would represent the position 
that we take, and we certainly don't want to suggest that efforts 
have not been made and progress has not been made in terms of 
parent participation. 

What is of concern to us is the indication that there is going to 
be an increasing percentage of parents of children who receive 
service who are in a population who don't normally access services 
anyway. 

I think you, yourself, referred to the increasing numbers of 
babies being born to drug addicted and substance abusing parents, 
not to mention the increase in the number of single head of 
house — single parents who are a part of this population. 

My observation is that the strategies that have traditionally 
worked in terms of bringing parents into the system as advocates 
and as active participants are not as successful with this particular 
group of parents that is indeed increasing. 

So I think that States will have to become much more creative in 
strategies to, first of all, in terms of outreach, but once you have 
identified the potential recipients of the service, to really bring 
them into the system to ensure that their children will have full 
benefit of Part H program, and certainly financial incentives will 
be one way to encourage States to do that. 

Chairman Owens. Thank you very much. 

To Mrs. Putz, what is your address? You are in Brooklyn. I just 
wanted to see whose district. 

Mrs. Putz. I live in Williamsburg, Brooklyn. 

Chairman Owens. You said you received support and resources 
from the very beginning. You had good experiences, which is not 
the testimony we have been hear 

Mrs. Putz. Which was not in Brooklyn. 
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Chairman Owens. Was that in Brooklyn? 
Mrs. Putz. No, it wasn't. 

Chairman Owens. You had to go to Manhattan? 

Mrs. Putz. It was in Queens. Jonathan was born at Brooks Me- 
morial, and it just so happened that one of their registered nurses 
also had a child with Downs Syndrome, and she was very support- 
ive and she directed us to many services. 

And she spoke to us very openly and told us that as parents, we 
had the right of choice, and what— which is not what I have found 
through the years as I have met other parents, whereas most par- 
ents go to one preschool and that is it, and they are not even aware 
that there are other schools that they can go to to make the choice 
for their children. 

And I did have that choice. Yes, we were very, very fortunate. 
Very. 

Chairman Owens. Dr. Bruder, you pointed out that several of 
the items you covered have been covered before in terms of person- 
nel needs, and we certainly appreciate your testimony. 

I have run out of time, but I do want you to know that the slid- 
ing fee scales are of great concern to me; I hope to other Members 
of the committee. We want to take a close look at some of the pro- 
posals that are being made in that direction. 

Thank you all very much for your testimony. I want to turn you 
over to the Ranking Member of the committee, Mr. Ballenger. 

Mr. Ballenger. I will be very short, I think, Mr. Chairman. I 
just had a couple of questions. 

Dr. Gallagher, you know, this whole program is talking about 
Federal funding and so forth, Federal programs. But being from 
North Carolina, it appears like on your little chart here that there 
are only four or five States that are planning on serving biological- 
ly and environmentally at-risk children. 

Mr. Gallagher. Yes. 

Mr. Ballenger. What percentage of the State money funds early 
intervention? I don't know, probably North Carolina would be the 
easiest one to ask. 

What percentage of the money is used to fund this program in 
the future in North Carolina State funds? What percentage Feder- 
al and what percentage to State? I mean, I have no idea how much 
this lead amount of money which as far as Federal money is con- 
cerned is not a real large amount of money, what it attracts in the 
way of State funds. 

Mr. Gallagher. Well, I think that is part of what is bothering 
the States, that the Federal money is clearly stated as planning 
and development money. 

What we were suggesting in our recommendations is that in ad- 
dition, some implementation money go along to encourage and give 
incentives to the State to go into full services. 

It is clear that the States are going to have to pick up a large 
amount of this money. On our study of the financial resources 
available to the States, we found about 15 different sources of 
funds, but in actuality, the States are using only two or three of 
those funds, and medicaid is a major source of funds. 
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Some States are even proposing that medicaid be available to all 
families, regardless of income level, for youngsters who are eligible 
for this program. 

So there is a whole variety of sources that are being looked at by 
the States to try and — but certainly the funds here in this particu- 
lar law are a small proportion of what is going to have to be ex- 
pended. 

Mr. Ballenger. Of course, if you talk Medicaid, that is both 
State and Federal funds that would be used along those lines. 
Mr. Gallagher. Of course, yes. 

Mr. Ballenger. And so in reality, then, just off the top of your 
head, do you have any idea what might have been attracted by our 
little lead funding from the Federal Government, say, in any par- 
ticular State? 

Mr. Gallagher. Well, because few of the States have actually 
gone into full implementation of this, it is hard to make that kind 
of estimate at this time. 

Certainly, this fund that we are talking about right here in 
Public Law 99-457 shouldn't— couldn't be any more than 10 per- 
cent of the total and probably less than that. 

I just wanted to say, if I could, that I want to reiterate that the 
States are making a good-faith effort. 

Another part of the testimony, however, was they aren't going to 
meet these timed deadlines, and so that some kind of adaptation or 
adjustment is going to have to be made. And they are not making 
it; not because they don't want to or don't want to try, but because 
of all of these various complications that have arisen. 

So we hope the committee will really take cognizance of this and 
give the States the additional opportunity to continue in the pro- 
gram. 

Mr. Ballenger. We heard that yesterday, and we are hearing it 
again today, and I think that obviously we will take cognizance of 
that fact. 

Ms. Bruder, considering the thoroughness with which you have 
involved yourself in this issue, and sadly, I notice that neither Con- 
necticut nor New York decided on serving at-risk children. 

But the statement was made, and part of your statement was 
that — and I would like just a personal opinion as to how you would 
approach this, that disabled children be put in with children that 
are not disabled when playing and learning. 

Once you add at-risk, and I just know, you have seen it on TV, 
and I have, when you talk about au HIV positive child, do you 
think such a thing is really possible? 

Ms. Bruder. In particular, children who are HIV positive, yes, it 
is, providing the program in which that child is has taken precau- 
tions and knows exactly the health status. 

It has become tricky in that two of our State agencies have had 
to adopt confidentiality requirements that obviously protect the 
family's right, but also protect the day care providers' or child care 
providers' rights. 

The issue of at-risk is a touchy one, and I would like to hold out 
and say New York hasn't definitely decided yet what they are 
doing; and Connecticut is still debating a number of issues. 




193 



And I think the major reasons the States have looked at not pro- 
viding services for at-risk is, in my opinion, somewhat shortsighted. 

It is a cost factor, the immediate need. However, all the pro- 
grams in which I have been involved, in particular one in Rich- 
mond, Virginia where we monitored, similar to what Dr. Gallagher 
was suggesting, provided tracking and monitoring service to teen- 
age moms who lived in Richmond who had babies born premature- 
ly, we were able to find that about 25 percent of those moms even- 
tually did, in fact, need intervention. 

But the rest of them, about 75 percent, really did a wonderful job 
with their babies and, in fact, were able to given even a little bit of 
information, monitor their baby's own development. 

The cost was a huge savings, as far as I was concerned, because 
we were able to get in there, did not do in-depth intervention. 

We saw the families on a three-month basis, but we provided a 
lot of case coordination or service coordination and really looked at 
the long term of helping these various young moms learn about 
their babies and themselves, which I think had long-term savings. 

1 think the issue of Head Start, which the Chairman mentioned, 
is something else we have to take into account. Head Start has 
proved to be incredibly successful, especially in our cities. 

Westchester County, which unless you are from New York you 
don't realize, has the highest per capita of homelessness in the 
country. One of the big savings we have been able to see is that 
Head Start, there is about 49 Head Start programs, has really pro- 
vided the big bonus to these families who are homeless and have 
enabled these children to be maintained and actually returned to 
neighborhood schools once they get their homeless situation taken 
care of. Thin, unfortunately, is another whole issue. 

But I really think we have to continue to allow States to make 
that decision about at-risk, because I really think that if in fact we 
are looking at something that helps all children, we want to have a 
variety of different services provided. 

And clearly not all are going to be as intensively or as costly as 
those of our most severely disabled, but we don't want to leave kids 
out. 

Mr. Ballenger. All right. Thank you, Mr. Chairman. 

Chairman Owens. Thank you again. Dr. Bruder, I do have a note 
here from staff. We would like to have more information with re- 
spect to family coordination and case management. 

Thank you again, all members of the panel. 

Chairman Owens. The next panel consists of Dr. Brian McNulty, 
the National Association of State Directors of Special Education; 
Mr. George Jesien, President of the Division for Early Childhood 
Council for Exceptional Children, Reston, Virginia; Mr. Robin 
McWilliams, Frank Porter Graham Child Development Center, 
University of North Carolina; and Mr. Gene Wilhoit, Executive Di- 
rector, National Association of State Boards of Education, Alexan- 
dria, Virginia. 

Dr. McNulty. 
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STATEMENTS OF DR. BRIAN McNULTY, NATIONAL ASSOCIATION 
OF STATE DIRECTORS OF SPECIAL EDUCATION, WASHINGTON, 
DC; GEORGE JESIEN, PRESIDENT, DIVISION FOR EARLY CHILD- 
HOOD, COUNCIL FOR EXCEPTIONAL CHILDREN, RESTON, VIR- 
GINIA: ROBIN McWILLIAMS, FRANK PORTER GRAHAM CHILD 
DEVELOPMENT CENTER, UNIVERSITY OF NORTH CAROLINA, 
CHAPEL HILL, NORTH CAROLINA; AND GENE WILHOIT, EXECU- 
TIVE DIRECTOR, NATIONAL ASSOCIATION OF STATE BOARDS 
OF EDUCATION, ALEXANDRIA, VIRGINIA 

Dr. McNulty. Mr. Chairman, Representative, I am pleased to be 
here today. I am Brian McNulty. I am State Director of Special 
Education from Colorado. 

I am here representing the National Association of State Direc- 
tors of Special Education. I am also the lead agency in our State 
for the Part H program and have extensive experience over the 
last four years managing the Part H program. 

What I would like to do today is we have submitted rather exten- 
sive written testimony, and I won't go through all that. I will limit 
my testimony to only four components that I would like to quickly 
go through for you. 

One is the family focus of the system. The second is interagency 
coordination. The third would be looking at the flexibility that was 
originally built into Part H. And the fourth is the funding of the 
Part H program. 

Let me start with the family focus of this program because I 
think it is very important for us to note that in the last four years, 
you have seen a significant shift in the way that we look at and 
work with families who have very young children with disabilities. 

That is a significant national achievement, and I think it can be 
attributed to the Part H program. Traditionally our infant pro- 
grams and our early intervention programs were very clinically 
oriented kinds of program, very focused on intervention with the 
child, much more medically or clinically focused. That focus has 
shifted over the last four years, I believe, as a result of the Part H 
program, and that shift has been moved to much more of what we 
are calling family friendly programs or services. 

We are now putting the family in charge of making decisions 
and trying to empower families, prior to work with families, and 
assist them and also, I guess, that the shift has been away from a 
disability model and into an ability model. 

I think that the feedback — we spent the first 18 months hearing 
from families in our State. Our interagency council is a very active 
council. It is very pro-family/child council and filled with advo- 
cates. 

The focus that they took for the first 18 months was to listen to 
families and get a very clear articulation of the values that we 
wanted to bring forth to our State in terms of families. 

Very clearly again, the shift moved away from seeing families in 
a deceit model and perceiving families in a competency model. 
That doesn't sound like a lot, but when you start to articulate that 
into programs and services, it is a significant change in the way 
the States are doing business. 
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And I think that everyone should feel very good about the 
change that has happened because of the Part H program. When 
we heard from families, what we heard oftentimes was an unin- 
tended result of intervention, and especially early intervention in 
infancy and preschool, resulting in isolating the families from their 
natural support systems. 

In addition, families oftentimes left overwhelmed by the kind of 
intervention services that they were getting, and they felt like they 
lost control of their own interactions with their own child. 

I think it was all done for the right reasons but with unintended 
consequences on the family. The model low has been shifted, and 
it is much more of a natural support system, keeps families linked 
to those supports and is linking families also with generic commu- 
nity resources and not just disability resources. 

We heard story after story of families saying I got linked with 
the Y program to do infant swimming, but we couldn't go to that 
program. Instead, we had to go to an infant handicapped swimming 
program. And the list goes on and on. 

Families want regular community resources. They want their 
kids to be a part of their neighborhood. They want them to go to 
regular schools. They want them to be seen as children first, and I 
think they have a right to have their children be seen as children, 
not as a label, not as a disability. 

The second part of that, I think, is that when we asked— and we 
started to look at those families. I heard from a mom after one 
presentation, who came in and said, I will tell you, what we really 
need is babysitting services, and all we can seem to get are respite 
care services. 

We don't need respite care services at $21 an hour. I just need a 
babysitter. 

Those are the kinds of things where we have tended to overspe- 
cialize our system in an attempt, I think, to meet the needs of kids 
and families, but inadvertently pushing them into a disability-ori- 
ented system. 

The second issue, I think, that was brought up by parents was 
case management. We have our support of the change in language, 
but I think you want to be careful not to specialize case manage- 
ment, also. 

In our State, again, parents were very clear about saying that 
the first interaction that they would like with the family would be 
with another family, and that that first-tiered response at least of 
case management or coordinated service delivery should be parent 
to parent. 

It should be— it, again, should be very—a warm family, friendly 
support. That is the first contact with fami lies. The services then 
need to be much more flexible; not fitting families into services, 
but adjusting services to families. 

Traditionally, again, we said we have an infant intervention pro- 
gram. It meets four times a week. If you want the slot, fine; if you 
don't, there is another family waiting. 

That is not what we would like to see for families. If a family 
wants to wait three months or six months, if they only need one 
service, they should be able to get the one service. 
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If they want to get the generic resources that are available in the 
community, they should be linked to those. 

Those are the kinds of shifts that we are seeing in the system, 
and that is directly attributable, I believe, to the Part H program. 

The second component is the interagency nature of Part H. We 
again need to feel, I think, that significant progress has been made 
in the interagency area, but at least based on some of your ques- 
tions, I guess I would like to say that even though being the lead 
agency in our State, we do not— we have the responsibility but we 
do not have the authority to direct other agencies. 

It is very similar to what happens here at the Federal level. We 
have various committees that work and oversee the Department of 
Health, developmental disabilities, social services, et cetera. 

Those different committees in the legislature control their 
budget; we do not. And so it is very complex negotiations. Part of 
w. at I don't think ever went into the figuring of the Part H pro- 
gram was we also go through a reauthorization at the State level. 

Our Part II program coordinating council has been very involved 
in monitoring the developmental disabilities language in our State 
because developmental disabilities is a primary provider of infant 
services. 

They have spent the last year and a half looking at their legisla- 
tion in preparation for reauthorization to make a major rewrite of 
the developmental disability State law language around infants 
and toddlers. 

That only happens once every five years. We cannot control that 
reauthorization process. It is very similar, again, to what goes on at 
the Federal level. So the timetables that we have been faced with 
have been set prior to Part H, and we are having to live with some 
of those timetables. 

But I can guarantee you that the Part H interagency council is 
monitoring very closely every piece of legislation that affects in- 
fants and toddlers and is having significant input when those 
pieces of legislation come up for reauthorization, but that takes 
much longer, I think, than we originally anticipated. 

The third point, I guess I would like to make, is in relation to 
flexibility. The Part H program originally contained components to 
provide flexibility. 

As the lead agency needs to coordinate services across agencies, 
we hav<? to have that kind of flexibility in order to embrace all of 
those different programs that have different requirements, that 
have different funding mechanisms, they have different eligibil- 
ities, et cetera. 

All of those take work to coordinate. The flexibility that was 
built into the program allowed us to do that to some degree, but I 
would caution us not to look at changing the flexibility that was 
built in. Specifically, sliding fee scales. We have some programs 
that require sliding fee scales. We have some that do not. Those 
are conflicting in the States. 

We, however, have said that if the State or the Federal Govern- 
ment has mandated a sliding fee scale, we will continue to do that. 
However, if a program does not, that is okay, too, 

A good example, I checked with our Department of Health before 
I left. They have a mandated sliding fee scale for their handicapped 
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children s program, for instance. It is a $2.5 million program, and I 
guess one of the questions that I know people have is how much 
money do you really recoup. 

They recouped $30,000 last year in their sliding fee scales. That 
was prior to their administrative costs. So one of the things that we 
need to look at is oftentimes these look more rewarding than they 
actually are. And it is very difficult to get that money. 

And I think Dr. Bruder's statement about the costs to families 
;vho have children with disabilities are incredible costs for a varie- 
ty of kinds of services. I would say that there was wisdom in allow- 
ing for sliding fee scales originally in Part H because some pro- 
grams do charge them. 

There are others, however, again, RDU program and develop- 
mental disabilities, cannot charge a sliding fee scale because they 
receive Chapter 1 dollars; and therefore, they are precluded from 
charging a sliding fee scale. 

We as the lead agency have to have a mechanism that embraces 
both of those programs if we are really to coordinate them. So I 
would caution you to allow that to continue to happen, but leave 
that the way it is. 

The second issue in relation, I guess, to the at-risk, I think again 
that there was wisdom on the part of the Congress to allow States 
to use at-risk, but not to mandate them to do that. I think that Dr. 
Gallagher's statement is if you want to see more States moving 
into serving at-risk, then you need to look at the requirements that 
are associated with that. 

There is a caution, however, around at-risk. At the same time, 
the disability community, is trying to say, we want kids to be per- 
ceived of as children first and then if they happen to have a dis- 
ability, and we are trying to move them more and more into the 
generic community resources, If we attract children who are at-risk 
into the disability system, I am not sure that that is an appropriate 
avenue to come in for intervention. 

And again, we all believe that the at-risk kids need services, and 
I think you are seeing at the State level a variety of programs to 
serve at-risk. And we again work in coordination with those pro- 
grams. 

In our State we have a major agenda on at-risk. We are part of 
that agenda as Part H lead agency. 

Finally, under flexibility, the technical age of three, I think you 
have heard some testimony on this before, What we would say is 
just allow some flexibility on that technical age of three because 
again, part of the Part H program said we want to allow for a good, 
smooth, logical transition of kids out of infant programs into pre- 
school programs. 

Preschool programs are now being offered or coordinated 
through the public schools. Infant programs are offered by a varie- 
ty of providers: health, education, developmental disabilities, et 
cetera, and we want the transition to be smooth, 

And in order to do that we in our States have to be able to work 
out when that transition will occur because we don't want to stop 
services to a child just because their third birthday happens to be 
April 12th. 



ERLC 



202 



198 



We want them to finish this year and then go the next year. And 
so that kind of flexibility is very important if we are truly con- 
cerned about transition. 

Lastly, I would like to just spend a couple of minutes talking 
about funding. We are very supportive of the concept of differential 
participation and differential funding for States. 

Again, the States have had real difficulties in coordinating re- 
sources and policies. It has been very difficult for us to do. 

We would recommend that the Part H program reauthorization 
schedule, however, may be lined up with the rest of the Part C 
through G programs under Public Law 94-142 to bring those two 
programs a little more into sine rather than doing one at one 
period of time and one at another. 

It seems to makfe~more sense to do the reauthorization at the 
same time because all of those programs are integrally linked. 

Finally, the last statement I guess I would like to make is there 
is a concern on the part of the States regarding the reauthoriza- 
tion, at least a significant number of States are in their fourth 
year. 

We would like to recommend that States be able to apply for the 
differential funding beginning this next fiscal year, similar to what 
we did when Part H was passed and not wait for the rules and reg- 
ulations to come out. 

The rules and regulations process from last year's reauthoriza- 
tion still are not out. And I am afraid that there will be a signifi- 
cant reduction in services under Part H unless we allow for appli- 
cations under the new funding to occur beginning this next fiscal 
year, 

I would appreciate answering any questions that you have. 
Thank you. 

[The prepared statement of Dr. Brian McNulty follows:] 
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Mr. Chairman and members of the Subcommittee. The National Association of State 
Directors of Special Education (NASDSE) appreciates the opportunity to present the 
following statement regarding the reauthorization of the Part H program for infants and 
toddlers with disabilities of the Individuals with Disabilities Education Act (IDEA). Our 
membership includes the administrators of education programs for children with 
disabilities in the Departments of Education in the 50 States, the District of Columbia, 
and the jurisdictions. At present, in 18 States and three jurisdictions the Department of 
Education serves as the designated lead agency for implementation of the Part H 
program. 

Over the last year, NASDSE has surveyed its membership in preparation for this 
reauthorization, conducted seminars and discussions with our members and others 
involved in Part H implementation, and reviewed the results of the studies being 
conducted by the Carolina Policy Studies Program on States' implementation efforts and 
experiences. This statement and our recommendations for improving the program are 
based on these activities. 

NASDSE was a major supporter in 1986 when Congress passed PL 99-457, creating the 
new Part H program of early intervention services for young children with disabilities 
and their families. Those amendments to the Education of the Handicapped Act 
authorized a new formula grant program to assist States in establishing H ... a statewide, 
comprehensive, coordinated, multidi&ciplinaiy, interagency system to provide early 
intervention services for infants and toddlers with disabilities and their families." 

The Part H legislation did more that authorize a new fewv. <*. rogram. The statute 
relied heavily on what had been learned over the years from research examining the 
effectiveness of early intervention and from previous efforts to address the human service 
needs of young children. Part H created a vision that we can now say may serve as a 
model for future initiatives in the area of human service delivery, even beyond early 
childhood. Key to this vision are: 

Family Focus. Part H acknowledged as central to the program the critical role of 
the family in the development of young children, and was constructed to ensure 
that parents would have the opportunities they desired in the design and delivery 
of early intervention services. It further recognized that in order to enhance the 
child's development, the system of services would need to support and assist 
families in their unique and on-going role of primary caregivers for their children. 
In contrast to other efforts in early childhood service delivery, Part H envisioned a 
system which would be responsive to the needs of children within the context of 
the family instead of asking them to adapt to the system. 

Interagency System of Service Delivery. Congress designed in Part H a system of 
eariy intervention services that fully recognizes that children with disabilities and 
their families have needs that extend beyond the boundaries of individual agencies 
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and disciplines providing services. The system is to be interagency in nature, with 
respect to service deliveiy as well as to financing. First, to be effective from the 
famil/s perspective and cost efficient from the public's perspective, coordination 
of the diverse aspects of the service delivery system was Imperative. Part H 
envisioned that parents would be able to access needed services through a single 
process. Rather than asking parents to search for available services and contend 
with the sometimes overwhelming obstacles associated with differing program 
policies and requirements, services available from diverse public and private 
providers could be coordinated and delivered in a way that would reduce burdens 
on the individual and avoid unnecessary duplication of effort. Second, the system 
is to take advantage of multiple public and private resources at the Federal, State 
and local levels to finance early intervention services through the coordination of 
existing programs and services and elimination of barriers to cooperative 
financing. In contrast to past emphasis on single agency approaches to service 
delivery and financing, when implemented Part H was to represent a 
comprehensive, multi-agency and coordinated approach responsive to the needs of 
the target population. 

Community Based Service Delivery. To be responsive to the ongoing needs of 
infants and toddlers with disabilities, the system of services is to be community 
based to ensure access to services in a timely and consistent manner. By building 
upon existing services and further expanding local capacity, a greater diversity of 
services would be available thus promoting more typical patterns of living for 
children and their families. 



Status of States' Implementation of Pan 

When Congress established Part H, it was anticipated that all States would be? at or on 
the verge of implementation of the 14 required components during the 1991 
reauthorization process. It was believed that 5 years would be sufficient time for States 
to achieve the policy directives established in the statute. It was the goal that by this 
summer all infants and toddlers with disabilities were to have evaluations, Individualized 
Family Service Plans (IFSPs), case management services and that the system would be 
established to meet the other required components. By next year, all eligible children 
and their families were expected to be receiving all the services identified in their IFSPs. 



As you are well aware, some but not all States have been able to keep to this schedule 
for the Part H planning and development process. It appears that 17 States are pretty 
much on schedule, making remarkable progress towards achieving Congressional goals 
and preparing to provide services to all eligible infants and toddlers and their families at 
the beginning of their fifth year of participation in Part H. Even in most States which 
have had to delay entry into the fourth year of the program* there is convincing evidence 
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of substantial progress towards putting in place a statewide, comprehensive, coordinated, 
interagency system of early intervention sendees. However, it is now becoming clear that 
the endeavor States have undertaken is tar more complex and challenging than originally 
envisioned We believe there are at least two major reasons for differences in the status 
of policy development and implementation in the States. 

First, implementing the Part H requirements has not been business as usual for the 
States. Policy development, approval and implementation have been both complicated 
and time consuming. Part H, in effect, asked States to do something that had not been 
done before, for which there were no models or established rules: to coordinate activities 
across different State and Federal programs and across disciplines into a statewide 
system; to eliminate barriers to and generate new policies for the financing of services 
across agencies; to generate new fiscal support for early intervention services; to establish 
or change policies and procedures in different programs within multiple agencies. 
Further, "since, within each State, no one person or agency has the authority to direct or 
command the required action, lead agencies and Interagency Coordinating Councils have 
had to operate through compromise, consensus and negotiation to achieve a final result" 
(Carolina Policy Studies Program, 1991). 

Second, it is evident now, based on research on Part H implementation and surveys 
conducted by national organizations, that existing resources may to be insufficient to 
make services available on a full entitlement basis. When Part H was passed, there was 
an assumption that sufficient resources were available in States or could be generated to 
finance comprehensive early intervention services for all infants and toddlers with 
disabilities. The Federal funds were, in large part, viewed as "glue money" to help 
facilitate the coordination and cooperation necessary to bring State and local resources 
to bear on meeting the needs of very young children with disabilities. This assumption 
has not been born out in some States. Prior to 1986, investments in early intervention 
services in some States had been considerable. Yet, even where this was true and 
especially where little or no service infrastructure or experience predated Part H, there is 
considerable concern over program financing. 

Further complicating the funding situation is the deteriorating condition of State budgets, 
an unanticipated factor back in 1986. There is no doubt that this is having a significant 
and sometimes negative effect on efforts of lead agencies, ICCs, and advocates to gain 
the support necessary within States to move into hill implementation. According to the 
National Governors Association, at least 30 States are experiencing severe financial 
troubles. States are seeking funds for expansion of Pan H services at a time when other 
basic human services are being cut, and in some cases cut substantially. Funding for 
early intervention services for infants and toddlers with disabilities is competing with 
equally compelling needs for prenatal and maternity care, and other forms of basic 
heaith, medical and social services. Further, in those States which have enacted 
mandatory special education services for preschool age youngsters over the last four 
years to meet next year's Part B requirement, it has been particularly difficult to secure 
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from legislatures sufficient funds to adequately support both early intervention and 
preschool services. Against this backdrop, we believe we will continue to see a 
reluctance on the part of some State legislatures to favor new mandatory spending 
programs. 

In the face of very difficult budget situations and competing demands for vital human 
services, advocacy for the funds needed to support full implementation of the Part H 
pro 'tarn is still strong and will be important in efforts to maximize existing resources and 
tc ure additional fiscal support in the future. However, during this reauthorization 
process we believe Congress must consider the fiscal and programmatic rea?>ties some 
states are facing in their efforts to implement comprehensive, interagency, statewide 
systems of early intervention services. 

Despite these challenges, however, the goals Congress set out in 1986 are still 
appropriate. Four years later, the States now know more about what it may take to 
ensure that the original vision is realized. NASDSE continues to sirongly suupport the 
development and operation of statewide systems of early intervention services for infants 
and toddlers with disabilities and their families. Part H has already been instrumental in 
assisting States to establish a stronger foundation for achieving that goal. 

We also believe that this reauthorization provides an opportunity to develop a first set of 
adjustments in the program to strengthen it in ways that wi!l assure that all States 
continue to participate. This reauthorization was originally scheduled to coincide with 
the fourth year of the five year phase-in jxiriod. At this point it was expected that at a 
minimum all States would have adopted policies incorporating all 14 components of the 
statewide system, be providing multidiscvplinary assessments and case management 
services, and would have developed IFSPs for all eligible children. However, at this 
point the reality is that not all States have achieve d the requirements necessary to apply 
for fourth year funding. We believe the next 18 o 24 months will be particularly critical 
to the overall success of the program as States a mplete the planning process and 
attempt to secure the resources necessary to move into full service delivery. How 
successful they are in maximizing available resources and securing additional financial 
support will undoubtedly be affected to some degree by the budget problems they have 
unfortunately run up agaii&t. 

Our recommendations which follow are based upon principles which have been 
articulated previously by the Subcommittee and vhich we believe will provide the 
support necessary for States' continued progress towards full implementation. First, to 
maximize the investments made to date and support the continued development of 
statewide comprehensive systems of early intervention in all States, it is important to 
institute measures that will enable States to continue in the program. States have made 
more than a good faith effort but, as described earlier, have encountered obstacles in 
implementing on schedule the large agenda set out for them in the statute. 



4 



9 

ERJC 



205 



Second, the program was originally designed to enable States to build upon existing 
policies and early intervention services unique to each State and to promote 
development of a statewide system that would be consistent with each State's service 
history and unique organizational and governance structures. A comprehensive system trf 
early intervention was expected to look different from one State to another, for example 
in the definition of the eligible population as well as in service and finance 
configurations and agency participation. The experiences of States over the last four 
years confirm the critical importance of maintaining the flexibility necessary for States to 
fit program requirements to their special circumstances. 

Third, it will be important to minimize changes in the statute that may further impede 
States* progress in reaching full implementation. Major policy changes at this critical 
point that place new obligations on States or substantially change existing requirements 
will make it difficult for States to sustain the momentum they have achieved and, for 
some, may erode support for continued participation in the program. 



RECOMMENDATIONS 



PART H PROGRAM FOR INFANTS AND TODDLERS 



This section presents NASDSE's recommendations regarding Part H reauthorization. 
Whenever appropriate, we have addressed issues that have been raised and 
recommendations that have been made by other ,, such as the Council for Exceptional 
Children and its Division for Early Childhood, the Carolina Policy Studies Program, and 
State ICQ, and described in their own statements regarding reauthorization. 

Differential Participation and Funding 

Our recommendations for amendments that will permit, for a period of time, differential 
participation and funding are intended to enable all States to continue participation in 
the program* to support continued development and system enhancement efforts, and to 
provide differentially more funds to States which implement full services for infants and 
toddlers with disabilities. 

(1) NASDSE strongly recommends that Part H be amended to allow those States which 
have not been able to meet the requirements of the fourth or fifth year applications, but 
have demonstrated good faith efforts, to continue participation in the Part H program 
until the program is again reauthorized (rather than for just two years). We further 
recommend that Part H be reauthorized during FY 1994, putting it the same schedule 
for reauthorization as Parts C through G of the Act. This additional time will enable 
States to continue efforts to plan for and gain support for full implementation. During 
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this additional time, States would be expected to complete the implementation of the 
minimum components of the statewide system, and to meet the application requirements 
for each year of participation. In their applications for funding, States should be 
required to document the progress made to date in the implementation of the required 
components of a statewide system, identify the barriers that have impeded their progress, 
and describe- a plan and schedule for meeting the requirements for full implementation. 

(2) If a period of differential participation is enacted, it will be imperative that States 
have the opportunity to submit applications as soon as possible in 1991 in order to 
facilitate continued activity under the program. For this to occur, application 
requirements would have to be based on the statutory language resulting from this 
reauthorization, as was the case when Part H was first enacted in 1986. This approach is 
necessitated by the lengthy period required to develop program regulations which could 
not be completed iu time for the FY 1992 application process. 

(3) Until all participating States have reached full implementation of Part H, NASDSE 
recommends that funds should continue to be allocated on the basis of census. 

(4) We recomn end that a substantially greater share of Part H appropriations should be 
allocated to Sta'es which Are providing required services to infants and toddlers, 
consistent with aoplication requirements governing a State's participation, during the 
period of differential participation. We concur in principle with the recommendations of 
DEC/CEC for the allocation of funds in FY 1992 and thereafter to States which have 
met fifth year application requirements after July 1, 1991, and to States not able to meet 
fourth or fifth year application requirements after that same date. 

(5) Moving to an allocation of funds based on child count rather than census has strong 
support from many State directors of special education. However, we believe the 
complex arrangements and possibility of unforseen consequences of moving to a formula 
driven funding mechanism during the proposed period of differential participation weigh 
against such a shift at this time. As we have examined at what point in time such an 
approach should be implemented, several issues requiring careful consideration have 
emerged. During your deliberations, we strongly encourage the Subcommittee to avoid 
measures that would allocate funds to States based on an estimate of the number of 
infants and toddlers a State anticipates serving during the year. States' experience with 
the estimating procedures of several years ago under the bonus provisions of the 
Preschool Grant Program (i.e., funding in one year was based on State projections of the 
number of children to be served, then adjusted the next either up or down depending 
upon the accuracy of the original projections) seemed like a good idea at the time, but 
proved to be an administrative nightmare for the Department of Education, and State 
and local education agencies as well. We recommend (hat the issue of how to allocate 
Part H funds in the long term (e.g„ on the basis of child count) be addressed, preferably, 
in the next reauthorization of Part H, during FY 1994, at which time all States have 
reached full implementation. 

6 



ERLC 



211 



207 



(6) NASDSE believes continued Congressional support of increased appropriations for 
the program as States move into full implementation is vital, particularly in recognition 
of the serious recessionary and budget conditions in the States. For FY 1991, Congress 
nearly doubled the appropriations for the Part H program. The support member* of this 
Subcommittee and others in the House provided for this increase has been greatly 
appreciated by the States. This significant increase was important, both as a signal of 
Congressional commitment to assist States in achieving the goals of Part H and as a 
source of revenue to assist States in providing required services to infants and toddlers 
with disabilities. 



Lang Term Financing for Part H 

As we suggested earlier in this statement, Part H represents a different vision from those 
of the past with respect to its requirements for interagency service delivery and 
coordinated funding across multiple sources. Reports from administrators from different 
State agencies involved in the implementation of Part H coupled with the findings of 
research by the CPSP indicate that some States will face a gap between available 
resources and the funds necessary to pay for services, even with significantly higher 
Federal financial support. It appears that States are having the most difficulty in 
assuring the necessary level of resources to finance Part H services. Further, achieving 
coordination across finding sources is not a simple process, nor one that is static (CPSP, 
1991). The current approach for financing the system needs to be carefully studied over 
the next several years as States attempt to take full advantage of the multiple funding 
options available through private, State and Federal programs. NASDSE believes there 
is insufficient information available at this time to know whether the current approach to 
financing early intervention services or other approaches will be most successful in 
assuring full services for all infants and toddlers with disabilities. 

(1) A Part H seminar sponsored by NASDSE in August, 1990 identified as one option 
to facilitate coordinated financing the need to specifically name in the Part H statute all 
relevant agencies governed by Federal law and to require them to maintain current 
programmatic and fiscal responsibility related to comprehensive systems of early 
intervention services. We recommend such an amendment be made. Further, we agree 
with the recommendations of DEC/CEC and others to assign to the State, rather than to 
the lead agency under Sec. 676(b)(9)(C), the responsibility for assigning fiscal 
responsibility among appropriate agencies that provide or support early intervention 
services. However, we are concerned that these actions may be insufficient for resolving 
the long term financing of the program. 

(2) We strongly recommend that technical assistance be made available to States in the 
area of financing statewide systems of early intervention services for .nfants and toddlers 
with disabilities to enhance the ability of States to reach full implementation as soon as 
possible. The purpose of such assistance would be to provide expert help and support to 
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States in their on-going efforts to access and maintain the financing necessary to 
implement a statewide system. Assistance should be sufficient to assist individual States 
in addressing their specific needs as well as to develop resources that k||| be of use 
across States Assistance could be provided through a variety of mechanisms, including 
consultation, information development, and topical meetings. Such technical assistance 
could include, but not be limited to, help in the design of analv.es and models for 

KX dlf S ren ' '!i vels , 0f ? e,vices ' and for differem Populations (including 

at-risk children), as well as in developing strategic plans for accessing needed resources 
available from State, Federal and local sources and from private insurance. 

g) NASDSE recommends that consideration be given to directing the Secretary of 
Education to conduct a study or studies to track and investigate issues related to 
program financing experienced by States as they approach and move beyond the fifth 
year of program implementation. Such inquiries should identify obstacles to fully 
ftindmg statewide systems, most importantly those barriers resulting from policies in 
Federal programs, and determine whether and under what conditions adequate financing 
can be achieved. Coupled with the ICC annual reports, we believe this type of 
systematic inquiry, conducted over the period of time when States are moving into full 
implementation, would provide highly valuable information to Congress and the 
Department of Education for determining whether and what type of future actions or 
support are needed to assist States in effectively serving all infants and toddlers with 
disabilities. 



Services to At.Rlsk ChlM^ 

For a variety of reasons, it appears that approximately half the States have decided not 
to include at-risk children in their definition of eligible children under Part H (CPSP, 
1991 Draft Report). In addition to issues related to developing operational definitions 
for this population, a major reason appears to be financial. Of primary concern to the 
States is, first, how they will finance full services to all infants and toddlers with 
disabilities. It is difficult to project the service costs for an unknown number but 
apparently growing population of children at-risk for having substantial developmental 
delays if early intervention services are not provided. However, it is clear that most 
States are, understandably, opting to limit the eligible population for the time being to 
youngsters with disabilities and focusing their efforts on getting in place the necessary 
fiscal arrangements before expanding the scope of the eligible population to include 
children who ire at-risk. 

(1) The potential for States to use Part H as one means of addressing issues associated 
with the prevention of later problems can, we believe, be strengthened by allowing States 
to provide a more limited set of services to at-risk children who are not included in 
eligibility definitions. We concur with the recommendation of DEC/CEC and others to 
permit States to conduct activities for the purpose of identifying, screening, tracking or 
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referring at-risk children. However, States should not be required to do so as this would 
constitute a major change in the program and. further, would jeopardize continued 
• participation by States. 

(2) The Education of the Handicapped Act Amendments of 1990 authorized the 
Secretary to support activities under the Handicapped Children's Early Education 
Program (Sec. 623) to improve the early identification of at-risk children and their 
transition from medical care to early intervention services and from early intervention 
services to preschool programs. At this time, NASDSE does not support the 
establishment of further priorities focusing on at-risk children within the Sec. 623 
program. We believe that resources provided by this program should continue to be 
directed primarily at efforts focusing on children with disabilities as defined under the 
Act* 



Technical Age of Three 

(1) NASDSE strongly supports the position articulated in a letter to the Office of 
Special Education Programs from the Utah SEA (1990) that States should be allowed to 
determine the definition of the "technical" age of three. We believe amendments to the 
statute are required affirming States authority to do so in order to facilitate a child's 
transition from the Part H to the Sec. 619 preschool program and assure that services 
are not unnecessarily terminated or delayed. This approach would enable agencies and 
families to decide at what point transition from early intervention to preschool services is 
most appropriate. 

(2) In order to provide flexibility to States in financing services during the period of 
transition around the age of three, Part H should be amended so that funds can be spent 
on services up to the technical age of three; similarly, Sec. 619 should be amended to 
permit use of funds on services down to the technical age of three. As necessary, States 
should be required in their applications for Part H and Sec. 619 funding to address how 
coordination between the programs for the purpose of transition is to be accomplished 
(e.g., through interagency agreements). 



Slilc Tw *"nfflKy ^nllnitiny council 

The State ICCs are playing a critical advisory and leadership role in Part H 
implementation. In order to enhance ICC effectiveness over the next phase of 
implementation, NASDSE believes that certain changes in the statute are advisable. 

(1) We concur with the recommendation of DEC/CEC, CPSP, some State ICCs and 
others that the current limit of IS members on the ICC should be removed. For some 
States, this limit is too restrictive, resulting in key persons not being included in ICC 
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membership. To enable States to determine the appropriate size of the ICC, the statute 
should be amended to set IS members as the minimum, thus allowing States the option 
to tailor ICC membership size to the particular circumstances of their State. 

(2) We recommend that a representative of the SEA and the State health agency be 
required members of the ICC, subject as are all ICC members to the conflict of interest 
provisions detailed in CFR 303.604, We believe there would be greater potential for 
coordination within the State with representation of these key agencies required. 
Further, one of the parent members of the ICC should be the parent of a child with 
disabilities in the birth through six age range. We believe no other age limus on the 
children of other parent representatives should be specified in order to permit the 
Governor to identify qualified parent representatives who are knowlcdgable about early 
intervention service delivery. We do not believe additional statutory changes regarding 
ICC composition should be made so that States can retain the flexibility to design ICC 
composition to best meet their particular circumstances. However, we would support 
report language encouraging appropriate proportional representation by parents when 
the ICC membership exceeds the IS person minimum. 

(3) NASDSE iscommends that the ICC be required to address the transition issues 
between the Part H and preschool special education program. Further, to enhance 
planning for children from birth through age five, we support the DEC/CEC 
recommendation that the ICC advisory functions (under Sec. 682(e)), at State discretion, 
address planning for services for children from birth through age five. In some States, 
such as Illinois and Oregon, the ICC advises on services for children birth through age 
five. Alternatively, States may want to have overlapping membership on their ICC and 
State Advisory Council under Part B to facilitate birth through five planning efforts. 

(4) We agree with the CEC/DEC recommendation that compensation be provided to 
parent representatives on the ICC for time and allowable costs associated with their 
membership. NASDSE believes it is particularly important to recognize the support that 
may be necessary in order to enable parents to cany out their responsibilities as ICC 
members. We would also support report language recommending that, whenever 
possible, resources necessary to facilitate parental participation on the ICC should be 
made available in such a manner that minimizes the need for parent members to finance 
their participation from their personal resources and be later reimbursed. 



EfidSOJ l«ter*f«icv Coordinating Council 

NASDSE believes that improvements in Federal coordination of programs authorizing 
services for infants and toddlers with disabilities and their families need to be achieved 
in order to facilitate States' efforts to fully implement Part H. Further, we view the 
Federal Interagency Coordinating Council as having the potential to contribute to such 
improvements. 
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(1) NASDSE members support an amendment that would require in statute the Federal 
Interagency Coordinating Council (FICC). We also concur with the DEC/CEC 
recommendation regarding FICC membership, with adequate staff and resources for Us 
activities to be provided by the participating programs or through some other 
appropriate means. 

(2) We envision the FICC role to be largely advisory, rather than ^oordinative, in 
nature. In the absence of complementary requirements on tne full range of Federal 
programs regarding support and services for early intervention, we believe the FICC 
ability to act as a coordinator of Federal policies and activities will be highly limited. 
The goal of FICC efforts should be to facilitate achieving coordination across Federal 
policy and programs to enhance the delivery of services to infants and toddlers with 
disabilities and their families by the States. The major responsibilities of the FICC 
should, theru be (a) to review relevant policy and programs across Federal agencies (e.g., 
in such areas as technical assistance, eligibility, interagency agreements, financing, etc.); 
(b) to review State ICC annual reports and identify issues relevant to Federal policy and 
programs; (c) make recommendations to Federal agencies to improve collaborative and 
effective programming at the Federal level and to eliminate interagency barriers; and (d) 
report to Congress on issues which require statutory consideration. 

(3) We agree with the DEC/CEC recommendation that the statute require a policy 
analysis be conducted of other relevant Federal programs to determine areas of conflict 
and overlap with Part H, so that necessary coordination might occur at the Federal level. 
Such a study should examine the purpose and goals of these programs as well as their 
policies and procedures. We believe such study should be conducted by the U.S. 
Department of Education as the program's administering agency (see recommendation 
under Long Term Financing of Part H). 



Early Intervention Services 

Expanding the list of early intervention services included in the Part H statute has been 
recommended by various organizations providing input to this reauthorization process. 
NASDSE views the listing of early intervention services in the law as necessarily less 
than exhaustive. In other words, services other than those listed at Sec. 672(2)(E) can be 
considered early intervention services by the States (e.g., vision services and 
transporadon are named in regulations but not in statute) as appropriate to the needs of 
infants, ttxkflen and their families and identified through the assessment process. 
NASDSE, therefore, does not believe a statutory change is required to assure that 
needed services are provided to infants, toddlers and their families. 
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Other Recommendations Related to Part H 

(1) DEC/CEC, CCD and others have recommended several additional changes we want 
to comment on here. We fully support their recommendations that would substitute in 
the statute certain terminology that represents the preferred usage of service consumers 
and providers. Specifically, we concur with the recommendations for revising language 
related to IFSPs (i.e., substituting "families' concerns, priorities, and resources" for 
"families 1 strengths and needs"); case management (i.e., substituting "service coordination" 
for "case management"); and developmental domains under the definition of 
"developmental delay" (i.e., substituting "communication development" for "language and 
speech development," substituting "social/emotional development" for "psychosocial," and 
substituting "adaptive development" for "self help skills"). 

(2) NASDSE concurs with the DEC/CEC and CCD recommendations for other changes 
related to case management (e.g., service coordination means case management for 
purposes of Medicaid or other billing for services; elimination of terminology "from the 
profession most immediately relevant to the infant's and toddler's or family's needs"). 



PART B STATE GRANT PROGRAM AND SE C 619 PRESCHOOL GRANT PR RAVI 

When Part H was passed, Congress recognized that special efforts would be needed to 
assist young children make the transition from early intervention services to preschool 
special education programs around the age of three years. One of the recommendations 
for changes in the IDEA that would facilitate transition between Part H and Part B 
programs, addressed earlier in this statement, concerns the "technical" age of three. This 
section of our statement addresses issues that have been raised to further facilitate 
children's transition, and to effect a more comprehensive approach in services to children 
from birth through the preschool years. 



Developmental Delay 

A growing number of States have elected to permit the use of alternative or non- 
categorical terminology for the identification of preschool age children with disabilities 
under the Part B program. The purpose of such an approach is to more appropriately 
reflect the special developmental characteristics of young children, and, in some cases, to 
minimize the practice of assigning to children particular disability labels. At present, it 
appears that over one-half of the States employ such alternative terminology, most often 
as an adjunct or supplement to the categories of disability included in the Part B 
regulations at CFR 300*5. Among the terms States use are "significant developmental 
delay" and "pre-primary disabled." In taking such actions, States have neither restricted 
nor expanded the population eligible for Part B services as defined in the IDEA 
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NASDSE believes that sufficient latitude exists in the statute for States to employ 
alternative, developmental appropriate terminology and approaches for the 
identification of preschool age youngsters under Part B. However, we are also aware 
that some States will not do so because they believe the IDEA restricts such actions 
and/or because of concern they may later be found out of compliance or be subject to 
audit exceptions because their approach for determining the eligibility of these children 
appears to differ in some respects from their approach to children at later stages of 
development. This should not be a concern where States have conducted the study and 
analysis necessary to assure that children identified under Part B through such an 
approach represent the same children intended to be identified under the categorical 
definitions of the regulations. Models for such study exist in a number of States. In the 
1986 amendments to the Education of the Handicapped, Congress lifted the requirement 
that States report preschool age children served under Part B according to disability 
category. That action now appears to have been insufficient to provide support to States 
that wish to take what they might consider to be a more developmentally appropriate 
approach for the identification of preschool age children with significant development 
delays. To ensure that States which desire to employ alternative terminology, including 
developmentally appropriate criteria, for determining eligibility for preschool special 
education services may do so, NASDSE believes that Part B of the IDEA should be 
amended to give States the authority to utilize the category "developmental delay" (as 
defined in Part H) for children in the three through five age group only. Use of such a 
category should be optional for States, and they should be permitted to develop 
eligibility criteria which are developmentally appropriate for children in the three 
through five age group. 



Definition of Rdattd StnrfM* for Children Ap* V« Vpi^ 

It has been recommended that the definition of related services under Par* B4>e 
amended to include "service coordination" (or case management servicesj'and "family 
services" for children ages three through five if they are needed for the child to fully 
benefit from the preschool program. 

(1) With regard to service coordination, NASDSE believes that the activities to 
coordinate services provided to children ages three through five can already be provided 
under Part B to til children, ages three through 21, under the regulatory definition of 
"social work lervices" (CFR 30O.13(b)(ll)). This definition authorizes such services as 
"group and family counseling with the child and family; working with those problems in a 
child's living situation (home, school, and community) that affect the child's adjustment 
to school; and mobilizing school and community resources to enable the child to recieve 
maximum benefit from his or her educational program." 
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We understand that some preschool age children with disabilities may require and 
receive services that are beyond the school program and not part of the IEP, and that in 
some cases coordination of such services with those provided by the schools would be 
desirable. However, while schools have the responsibility to coordinate the services 
included in a child's IEP, schools do not have the authority to coordinate the services of 
other agencies that are not paw of the child's IEP. While we do not at this time 
recommend amending Pan B to include as a related service "service coordination," we 
are interested in exploring ways in which coordinate activities which would enhance 
cnildren's participation in preschool programs might be addressed. 

(2) Regarding the proposal to include "family services* as a Part B related service for 
children ages three through five, we believe that Part B already authorizes certain types 
of services (e.g., home visits, social work and counseling) for the families of children with 
disabilities served under the program. In addition to services specifically named in the 
law, a wide variety of parent and family support services and initiatives are also being 
provided at the local level through the schools. Further, we are concerned that family 
services which appropriately are provided by agencies other than education (e.g., social 
services and health) should not be made a school responsibility. Here again, we are 
interested in exploring ways in which the child's program can be enhanced through 
services for parents or families, and whether statutory revisions are appropriate. At a 
minimum, NASDSE would support report language regarding the importance of 
designing and providing appropriate opportunities in the schools for meaningful parent 
involvement that contribute to the effectiveness of the educational program for all 
children with disabilities, with particular emphasis on the special considerations to be 
given to such involvement as children transition from early intervention programs and 
during their preschool years, 

IFSP* as lEPs 

It has been recommended by DEC/CEC that States be encouraged, but not required, to 
use Individualized Family Service Plans (IFSPs) instead of Individualized Education 
Programs (IEPs) for children with disabilities in the three through five age group. 
NASDSE believes the flexibility to do so already exists in the law. In fact, some States, 
such as Minnesota and Maine, are now proposing to use IFSPs for children from birth to 
age six. NASDSE believes report language discussing the reasons for States to consider 
this approach might be considered 



li"C Responsibility tor Mutiny SAC Req uirements tor Children 3-S 

The DEC/CEC have recommended that IDEA be amended to permit the ICC, at State 
discretion, to meet the requirements of a State advisory council under Part B for 
children ages three through five, in order to facilitate planning for children with 
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disabilities from birth. NASDSE supports this recommendation in order to permit States 
to use this approach as one means of facilitating comprehensive and coordinated 
planning for children with disabilities from birth through age five. In some States, the 
State advisory council already advises on matters pertaining to children from birth 
through 21, and, as noted earlier in this statement, in some States the ICC already 
advises on children from birth through five. Because the SEA is responsible for children 
with disabilities for children from age three through 21, it is important that this approach 
be at State discretion, and not required kor all States. 



Sec. 619 Funding 

(1) NASDSE believes there is continued need for differential support for three through 
five year old year children under Part B. This is because of the relatively higher 
program costs associated with services to this age group and the scarcity of preschool 
programs for nondisabled children with which schools can share certain program 
overhead costs to achieve economies in service provision. The per child allocation under 
the Part B, Sec. 619 preschool grant program appropriation is nearin? the $1000 limit 
currently in statute. NASDSE recommends that the cap on the per child allocation 
under Sec. 619 be raised to $1500, to enable funding under this program to rise over the 
next several years. 

(2) In order to facilitate transition of children from the Part H program to preschool 
services under Part B and consistent with the recommendation earlier in this statement 
regarding the "technicaT age of three, NASDSE recommends that Sec. 619 be amended 
to assure tht States are able to fund services to children starting at the "technical" age of 
three. 



Concluding Comments 

We appreciate the opportunity to provide input to you on the reauthorization of this 
important program. Over the next months, please feel free to call on NASDSE for 
information you may require to assist in your considerations regarding the early 
intervention program. 
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Chairman Owens. Thank you very much. 

We are going to break the order a little bit here because Mr. Eal- 
lenger has to catch a plane. I would like to have Mr. McWilliams 
go next. 

Mr. McWilliams. 

Mr. McWilliams. Thank you, Mr. Chairman. Thank you for this 
opportunity and thank you, Mr. Ballenger, for flattering me 
enough to want to stay to hear my part. 

I would like to recognize Mr. Ballenger and his wife, Donna, who 
have done a lot for the well-being of children in North Carolina for 
many, many years. 

I come from an institution that has a veritable troika of institu- 
tions that are involved with this legislation; the Carolina Institute 
for Research on Infant Personnel Preparation, which is the main 
topic I will cover today; Dr. Gallagher's Policy Studies Program, 
and the headquarters of National Early Childhood Technical As- 
sistance system, which as you know is funded through Public Law 
99-457. 

My primary comments are on personnel preparation. You al- 
ready have my written testimony, so I will simply highlight some 
particular areas of concern. 

The concerns are in the areas of shortages, inadequacies in pre- 
service training, some content areas that still need attention, and 
the need for inservice opportunities. 

I am delighted to see that most of my colleagues are more elo- 
quent than I am on these needs and preservice, and that is because 
they are older than me. 

But the shortage issue is of paramount concern. The dilemma 
that we are faced with is an apparent conflict between trying to get 
enough people to serve the infants, toddlers and preschoolers with 
disabilities and their families and making sure that the people that 
we get are well enough trained. 

In many areas, in many disciplines, special education, speech and 
language pathology, occupational therapy, physical therapy and so 
on, we are adopting people who are trained to work with school 
aged children, and hiring them to work in our early intervention 
and preschool programs. 

I think that you have heard that there is a good argument for 
making the preschool services more like the infant and toddler 
services and the applicability in terms of how we train personnel 
would be quite obvious, in that people who are trained to work 
with school age children are not necessarily equipped to work with 
infants, toddlers and preschoolers and their families. 

So we do, however, need to have enough people in the programs, 
and we are anticipating shortages in all of the major disciplines 
that are related to this law, some very, very severe shortages 
indeed. 

Numbers are hard to predict, but we are talking about thousands 
of professionals that aren't going to be available but needed by the 
year 2000 and even projecting only the next five years. 

There simplv are not going to be enough people. Related to that 
are some inadequacies in preservice training; that is, training at 
the university level. 
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About half of the schools of education in this country do not have 
any early childhood special education programs, and that is only 
talking about one of the ten disciplines involved in this law. 

And when, in our research and other people's research we have 
asked people, how much would you add to your existing programs 
for training on how to work with infants and toddlers and families, 
they say, we might be able to squeeze in one lecture, or we can add 
three to six clock hours of instruction. Surely, that is not going to 
train people enough. 

The other problem with preservice training is that it is weak on 
training to work with infants and in family-centered approaches to 
early intervention. 

The content areas I have just mentioned— family issues, and 
working with professionals from other disciplines— are generally 
not well enough attended to in the preservice or inservice pro- 
grams for that matter, and that is an essential component of this 
legislation. 

It is one of the major strengths, is that we are charged to serve 
these families by collaborating amongst disciplines, but university 
programs generally are not structured to really facilitate that. 
They need incentives to have more interdisciplinary training pro- 
grams. 

The good news is that since Public Law 99-457 came out, a 
number of universities have really developed some very nice 
models for it. We just need more of it. 

And then the need for inservice opportunities. If we are going to 
be taking on people who are already trained in their professions, 
and we need to make sure that they have the specific skills and 
strategies and techniques for working with very, very young chil- 
dren and their families, they are going to need a lot of that train- 
ing through inservice training. 

And I have in my written testimony a number of quite specific 
recommendations that I would respectfully ask you to consider as 
you make your decisions. All in all, I think that we have operated 
on the principles that any professional is better than no profession- 
al, and that may have to be the case for a while. 

But I would like to suggest that you put the States, the profes- 
sional associations who are very important in this, and the univer- 
sity systems, on notice that this situation will not be able to go on 
indefinitely. 

At some point in the future, we need to have standards that 
specify what it takes to work well with this population, and 
through this law. 

And you might want to consider a study commission or task 
force that is charged with looking at personnel preparations, stand- 
ards and shortages, because there is this conflict right now, and 
States definitely need help with this. 

Some additional comments that I would like to make are to sup- 
port the idea of differential funding, because that is very much re- 
lated to the time that is needed to prepare people. 

The concept of adding developmental delay to the preschool cate- 
gories, which I believe might be mentioned some more, and Section 
619 Part B needs to be rewritten to be more compatible with Part 
H. 
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I know, Mr. Chairman you would like people to end on a good, 
positive note, and I will say that when I was trained beginning 15 
years ago, I was trained t« do things, really I was trained wrong, 
and people are being trained right now. 

People are being trained to do the kinds of things that Dr. Odom 
and Dr. McNulty have recommended; the modern approach to 
early intervention, if you will. So, on behalf of all of us who are 
working to ensure that there are enough people working in early 
intervention and trying to work on making sure that they are well 
enough trained, I do thank you for this opportunity and respectful- 
ly ask you to consider the recommendations. 

[The prepared statement of Robin McWilliams follows:] 
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The success of young children with disabilities and their families is largely 
contingent on the quality of services they receive, and the quality of services is largely 
contingent on the caliber of the personnel working in this area. There appears to oe 
somewhat of a discrepancy between the coals of quickly ensuring enough personnel and 
ensuring their excellence. For example, in order to meet the numeric demands in early 
intervention* many programs are hiring professionals who are only trained to work with 
children over the age of five. Because of the chronic shortages of personnel in early 
intervention, most of my recommendations are for Federal-level encouragement and 
support rather than regulatory policy. The stricter the requirements, the fewer people will 
be available to serve the children and their families. As the supply of personnel increases, 
however, Congress, the Office of Special Education Programs, and states should develop 
policies regarding the amount and quality of training of professionals from all disciplines 
relative to working with infants, toddlers, and preschoolers with disabilities and their 
families. Although it is too early to impose regulations that will curtail the number of 
professionals available to work in this area. Congress should put training programs* 
professional associations, and states on notice that these safeguards will be put in place* 
perhaps by 1996. 

A major policy decision will need to be made regarding the authority source (i.e.. 
Congress, OSEP, professional associations, states) for improved standards. The existing 
research shows that neither professional organizations with licensure power nor state 
licensing boards are likely to adopt early intervention standards. A Study Commission on 
Personnel Preparation, Standards* and Shortages should be formed. The tasks of this 
commission would be (a) to recommend pohw direction, including the question of 
authority source* (b) to recommend hiring or licensure standards in early intervention for 
all disciplines listed in PL 99-457, (c) to determine the personnel to which these standards 
would apply (e.g., those working over half-time in early intervention; those paid through PL 
99-457), (id) to recommend curricular content and methods for preservice and inservice 
training, and (e) to recommend recruitment processes (e.g., lateral entry programs, high 
school recruitment) that would address shortages. The overall charge of the commission 
would be to improve standards without compromising the number of personnel available. 
The commission would need to include representatives of each of the professional 
organizations. Federal and state policy-makers, consumer parents, academics, and 
researchers. It would have the work of two current Federally funded institutes at the 
University of North Carolina on which to draw, the Carolina Institute for Research on 
Infant Personnel Preparation and the Carolina Policy Studies Program. The commission 
should conclude its work by 1996, but Congress should act now to support what we already 
know can improve the preparation of early intervention personnel. In order to act now. 
Congress should be aware of the current and anticipated shortages, inadequacies in 
preservice training, content areas needing attention, and the need for inservice 
opportunities. 
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Shortages 



The current and anticipated demand for trained professionals by far exceeds personnel now 
available or projected to be available by the year 2000. Speech and language nithologists, 
occupational therapists, and physical therapists are in particularly short supply 1 . Exact 
mirrors arc imoossible to determine because of la) different service delivery models, (b) 
uriwwn number of projected eligible children, (c) professionals' working only part-time 
\Mh infants, tcduicrs. or preschoolers, and (d) calculation models based on a range from 
current vacancy* o full implementation of best practice. 

The average number of students graduating each year from schools of education offering 

Programs in early childhood special education have been reported from 9 undergraduates, 
mastets level studente, and less than one doctoral studenr to 21 undergraduate > and 36 
masteis level students'*. 

The stfiff attrition rate of tue early intervention staff in North Carolina was estimated to be 
19% per year. 

Severe shortages of personnel with proficiency in vorktrig with infants and families have 
been projected 5 . Eighty-one percent of the states anticipate shortages in the Part H 
program, and 65% anticipate shortages in the Section 619 program. 

Opportunities for OSEP grant support for personnel training under Part D have 
diminished, only 20 out of 165 projects announced tlvs year w- for Training in infant, 
toddler, and preschool intervention, accounting for o.ily 1.5 o e 13 million dollars 
allocated. 

Recommendations 

1. As recommended by the Carolina Policy Studies Program, set aside 5- 10% of Part H 
funds for each state to develop a coordinated and comprehensive system of 
personnel development or reserve Office of Special Education Programs funds for 
states needing help in developing its comprehensive system. 

2. Encourage and support training in consultant and transdisciplinary service delivery 
models. 

3. Subsidize students and training programs. 

4. Encourage professional associations to set standards for working with infants, 
toddlers, and preschoolers. 

5. Encourage higher education institutions to plan comprehensive and coordinated 
training programs. 

6. Support a major recruitment effort, including the establishment of a national jub 



7. Support continuous inservice efforts in response to the staff turnover rate. 

8. Encourage and support states' establishment of career ladder opportunities for 
different levels of personnel. 
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9. Expand the early intervention and preschool competition for training personnel for 
the Individuals with Disabilities Education Act (formerly EHA), Part D. Applicants 
should not be excluded from other appropriate priorities. The early intervention 
and preschool competition should have clearly stated priorities ana OSEP 
leadership. 

Jnadeauacie s in Preservice Training 

Over half the respondents to a survey of schools of education reported no existing program 
m early childhood special education 1 . 

Typical special education students receive little exposure to information about working 
with infants with disabilities and their families, and these nrrgrams indicate they are only 
likely to add either a 1-hour lecture or 3-6 clock hours of instruction 3 . 

The average student in eight of the early intervention disciplines receives little, specialized 
information-practical knowledge-relative to infancy or working with families 5 . 

University training programs and state licensing boards tend not to exceed the 
requirements of the professionals organizations' licensure criteria. Only one professional 
organization, the Division for Early Childhood of CEC, which does not have licensure 
power, has recommended standards for the early intervsmion professional (early childhood 
special educator). Five organizations (American Nurses Association, American 
Occupational Therapy Association, American Physical Fherapy Association, American 
Speech Language and Hearing Association, National Association of Social Workers) have 
developed or are in the process of developing nonbinding guidelines for working with 
infants and toddlers. Four associations (American Dietetic Association, American 
Psychological Association, Coincii on Social Work Education, National Association o£ 
School Psychologists) are not adding any infant and family requirements or guidelines 7 . 

Recommendation?; 



2. Encourage and support training programs to provide students with exposure to real 
programs and to use reality-based training methods (e.g., case method of 
instruction). 

3. Encourage and support faculty training opportunities. 

4. Encourage and support professional organizations to develon standards for working 
with children 0-5 vears of age and their families. 

5. Fund the dissemination and replication of model training programs and research 
institutes on personnel preparation. 

6. Add statutory language to the role of the Federal Interagency Coordinating Council, 
making it responsible for coordination of national preservice opportunities. 

7. Encourage a »tes to use ICCs to coordinate state preservice efforts. 



I. Support universities' efforts to increase enrollments and establish undergraduate 
programs. 
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Content Areas Needing Attention 

Training is needed in family Issues, IFSP development and implementation, and service 
coordination (case management) 0 . 

Not enough students are trained adequately in working with infants or with families-** 6 . 

Training is needed in working with personnel from other disciplines, including regular 
early childhood education or child development 0 . 

Training is needed in using "best practices" as identified by research and model 
demonstration. In addition to the content areas listed above, both preservice and inservice 
trainees need more training in such areas as instructional methods, environmental 
arrangements, working in diverse settings, cultural diversity and sensitivity, program 
management, classroom organization, integrated (nondisciplinary) programming, and data 
collection. 

Recommendation^ 

1. Encourage and support targeted training (preservice, inservice, technical assistance) 
in the content areas listed above* 

2. Encourage and support practical training in working with families and with other 
professionals from other disciplines. 

3. Encourage and support model demonstration sites to be used for training in the 
family-centered approach. 

4. Encourage and support interdisciplinary training in the universities, both among the 
disciplines listed in PL 99-457 and including regular education/early childhood. 

5. Include families in the planning, delivery, and evaluation of training. 

6. Encourage and support training in legislative mandates relative to early intervention 
and in available services; when appropriate, this training should be coordinated with 
states' public awareness efforts. 

The Need for Inservice O pportunities 

Many professionals entering the field of early intervention are already trained in their 
profession to work with older children. 

Some of the most effective training methods are those that can be provided on the job. 

In many instances, university programs will provide only basic (nonspecialized) training 6 . 

Experts in personnel preparation have consistently noted the need for a priority on 
inservice training*. 

Some professional associations (e.g., DEC, AOTA, ASLHA) have developed extensive 
inservice opportunities in early intervention, 
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Recommendation* 

1. Make inservice training, including outreach projects, a priority for OSEP funds. 

2. (a) Encourage and support interdisciplinary training (including regular 
education/child development), and (b) include the professional associations 
(including regular education associations, the National Association for the 

' Education of Young Children, etc.). 

3. Encourage and support inservice programs that incorporate adult learning 
principles and effective training practices (needs assessment, planning with trainees, 
multiple contacts between trainers and trainees, efficacy data collection, etc.). 

4. Encourage and support the inclusion of families in the planning, delivery, and 
evaluation of inservice training. 

5. Encourage and support the use of team-based training to reduce administrative 
barriers to implementation of the training content and increase ownership and 
endorsement. 

6. Give funding priority to training projects that have developed their procedures and 
materials under Federal support, through model demonstration projects, outreach 
projects, inservice projects, research projects, and research institutes. 

7. Fund dissemination and replication activities as extensions of model demonstration 
projects, outreach projects, inservice projects, research projects, and research 
institutes. 

8. Add statutory language to the role of the Federal Interagency Coordinating Council, 
making it responsible for coordination of national inservice opportunities. 

9. Encourage states to coordinate inservice efforts through the ICCs. 
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Chairman Owens. Thank you. Mr. Ballenger. 

Mr. Ballenger. Mr. Chairman, I am happy to see Mr. McWil- 
liams here and hear Dr. McNulty, and I am very embarrassed to 
say I will not hear the next two gentlemen. 

There is an airplane waiting. I have to go. I greatly appreciate 
what you are saying. I am quite sure our Chairman will listen and 
advise me what other knowledge we may have picked up for the 
rest of the day. 

Chairman Owens. Thank you, Mr. Ballenger. 

We will continue now with Mr. George Jesien. 

Mr. Jesien. Thank you, Chairman Owens. 1 would like to thank 
you also for the pleasure and opportunity of being here and 
making comments on the reauthorization of Public Law 99-457. I 
would also like to take this opportunity to thank you and this com- 
mittee for the leadership and the attention they have paid to in- 
fants and toddlers with special needs and their families across the 
country. 

I am here representing the Division for Early Childhood, an or- 
ganization of 7,000 members, who are dedicated to the provision of 
the highest quality of services to young children and families. 

The written testimony which you have is also endorsed by the 
International Council for Exceptional Children, an organization of 
approximately 60,000 members throughout the United States. We 
have worked very closely with International CEC in the develop- 
ment of our recommendations that I will be talking about this 
morning. 

What I would like to do is three things: Make some general com 
ments on some of the outcome of this law; two, highlight some of 
the recommendations you have before you; and three, close with 
some comments as a father and as a person who has been involved 
in early intervention for close to 17 years. 

DEC and its 7,000 members see Public Law 99-457 as a historical 
marker which has put us on a new path in terms of the way we 
conceive and design and plan services for families. 

Public Law 99-457. in fact, is a promise to families across this 
country. The way you deal with the reauthorization will determine 
when this promise is fulfilled or when it is regrettably, as in previ- 
ous promises, not quite met as they come down to full implementa- 
tion. 

Public Law 99-457 has the promise of not only opening up access 
for parents to the system, but in fact, making them integral to the 
planning, the design, and the implementation of— truly establish- 
ing a partnership of equals of parents and professionals of commu- 
nity planners and State government bureaucrats— what is needed 
for their young children and their family. 

This committee, I am sure, knows there are parents, service pro- 
viders and State officials across this country that with great expec- 
tation are looking forward to the work of this committee and the 
Senate in the reauthorization of Public Law 99-457. 

Much has already been accomplished. Let me give you a couple 
of examples. In Ohio, for example, 88 counties in the State have 
now developed local inner-agency coordinating councils that meet 
on a regular basis that include parents, professionals from a wide 
array of disciplines, and State and local government people to dis- 
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cuss how they can improve the system to more adequately meet 
the needs of children and families. 

I think paraphrasing Winston Churchill here is appropriate, 
Never have so many done so much with so little in these counties 
in Ohio. 

A recent meeting had over 140 individuals meeting to talk in a 
local office on how they can better serve young children and fami- 
lies. 

Another example is in my State of Wisconsin where faculty from 
each of the 10 disciplines and from the 16 State campuses of the 
University of Wisconsin system met with parents to talk about the 
needs of new and future professionals in terms of adequately meet- 
ing the needs of young children and families. 

In our State, this was the first time that not only did the disci- 
plines get together to talk to each other, but included parents as 
both participants and lecturers in the discussion of what early 
intervention needs to look like in the next decade and into the next 
century. 

With this law, I believe Congress has harnessed some of the fun- 
damental resources in this country. You have harnessed the re- 
sources of the family, of local communities, and the daily workers 
that work with young children and families throughout this coun- 
try. 

This law has given them a chance and empowered them to work 
together in trying to make the system work to adequately address 
the needs of young children and their families. 

Let me move on to some of the recommendations that DEC has 
developed, working with its own members and with other organiza- 
tions for the reauthorization. 

DEC is very proud of these recommendations because we feel 
that they reflect a broad base of input from principal stakeholders 
in early intervention across the country. 

DEC held a series of regional hearings conducted across the 
country. Over 140 individuals provided testimony from 29 States. 
Participants included parents, service providers, program managers 
and State level lead agency personnel. Our full set of recommenda- 
tions are before you. Let me highlight some of them. 

First— and it has been mentioned frequently this morning— the 
concept of differential funding. Each State has its own history of 
services; each State is in a different place in terms of its capacity 
to provide full coordinated family-focused services. The law, I 
think, needs to recognize those differences and allow that some 
States will need more time to move into full implementation. 

Second, St x tr3 need incentives and encouragement for them to 
plan across the age range of birth through five. 

The division of services in birth to three and three to five was 
more the result of historical dissent and political expediency, 
rather than clinical best practice or research that tells us we need 
to divide up services by those ages. 

Third, at-risk children and families. 

We have under Public Law 99-457 a significant opportunity to 
serve some of the most vulnerable children and families in our 
country. As Dr. Gallagher stated earlier, many States initially indi- 
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cated a great deal of interest in serving these children and fami- 
lies. 

Right now, as we see future year applications coming in, a very 
small handful of States have maintained that interest from a legal 
perspective. States have actually stepped back from this commit- 
ment worried about the entitlement issues and the unknown costs 
for serving this population. 

DEC recommends that States be allowed to use their Part H dol- 
lars to at least identify, screen, and track at-risk children, even if 
they are not named within their eligible criteria. 

Secondly, DEC recommends that States be offered flexible incen- 
tives and encouragement to serve at-risk children and their fami- 
lies. 

The family-focused, coordinated services that are provided for in 
Part H may in fact provide all of us the best model for services to 
these families and children, and we encourage this committee to 
study ways in which Part H may directly apply to at-risk families. 

The one caution that we would suggest is in order to do this, 
States will need flexibility and encouragement. 

Next, that States be allowed to define the technical age of three, 
allowing Part B dollars to serve children before they are three and 
Part H dollars to serve children older than three, so that families 
and children experience no cessation of services and have the possi- 
bilities of a smooth transition into their next program. 

DEC has also been working with Section 619 provisions for pre- 
school programs in Part B. As you know, most States have merely 
extended Part B provisions for children down to age of three. Part 
H, on the other hand, embodies some of the latest research practice 
and thinking in best practice for serving young children and fami- 
lies. 

DEC recommends that the provisions of Part H at least be al- 
lowed to be reflected in Part B or at least to remove any obstacles 
for States which would wish to include Part H provisions within 
their Section 619 programs. 

Accordingly, DEC recommends that States be allowed to use the 
category of developmental delay within their three to five program. 

Adding this category will not increase the total number of chil- 
dren served, but rather will recognize the differences associated 
with diagnosis and labeling children at such an early age. 

To facilitate this, we ha\y presented to the committee some addi- 
tional information on developmental delay questions and answers 
and I respectfully request that additional information to be entered 
into the record. 

Secondly, allow States to provide case management or as we 
have suggested, service coordination as a related service for three 
to five year olds. 

Also, to allow children or to allow States to provide family serv- 
ices if the child needs those services to benefit from the pre^hool 
program. 

And, lastly, to encourage States to use the individualized family 
service plan in lieu of the individualized educational plan for chil- 
dren three to five. 

These recommendations are made in the spirit of recognizing 
that the needs of a four year old are much more akin to those of a 
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two year old than those of a middle or secondary student who may 
be in special education. 

These recommendations will allow States or assist the States in 
recognizing those similarities. 

Lastly, I would like to move to some of our recommendations on 
the overall system. First, that the FICC and its existence be placed 
in statute and that the necessary resources be provided to the Fed- 
eral inner-agency coordinating council so that it may serve as a 
model and do the necessary coordination in technical assistance 
and training to the States. 

Secondly— and this topic has been mentioned frequently — is the 
personal preparation needs within this country; that sufficient re- 
sources be provided to train the necessary new professionals that 
we will need in the field to allow for the retraining of those profes- 
sionals already in the Held. 

And, thirdly, to encourage the infusion of those from culturally- 
diversified backgrounds into the field so that the clients— that the 
partnership between those we serve ana those providing services 
can more easily occur. 

Lastly, as you move through the authorization process, we are 
asking in this law for providers to work collaboratively with fami- 
lies, to identify their strengths, their concerns, their priorities and 
resources, to enable and empower families. 

We ask that as you reauthor this law, you use this same model 
in working with States; that we provide States models at the Feder- 
al level of inner-agency coordination; that we ask States to identify 
their resources, their piiorities and concerns, and that we enable 
and empower States to meet the needs of the families within their 
boundaries. 

As a father of a six year old and a four year old, my daughter 
came into the world about six months old through an emergency 
Cesarean. I saw her come into this world not breathing and weigh- 
ing two pounds, 12 ounces. She stayed in the hospital for eight 
weeks before she came home, and this gave me a glimpse of some 
of the challenges that families face on a daily basis across this 
country. This law has the potential for truly addressing those chal- 
lenges for families now and well into the future. 

I applaud and DEC applauds the work of this committee and en- 
courages it to continue so someday we might look on the 1990s as 
the decade that began our true placement of families in a high pri- 
ority within this country. 

We do not skimp on Defense. We do not skimp on our savings 
and loan industry; let us not skimp on the families in this country. 

Thank you and DEC looks forward to working with this commit- 
tee in its future work in the reauthorization of this bill 

[The prepared statement of George Jesien follows:] 
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STATEMENT TO THE 
HOUSE OF REPRESENTATIVES 
SUBCOMMITTEE ON SELECT EDUCATION 



WITH RESPECT TO 
REAUTHORIZATION OF PART H 
AND 

AMENDMENTS TO PART 8 
OF THE 

INDIVIDUALS WITH DISABILITIES EDUCATION ACT 
REGARDING SERVICES TO CHILDREN 
FROM BIRTH TO AGE SIX YEARS AND THEIR FAMILIES 
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For mere information, please contact: 

George Jesien. DEC President 
225 W. isman Center 
University of Wisconsin 
1500 Highland Avenue 
Madison. Wl 53705 
(608) 263*7710 

Joe Ballard 

Council for Exceptional Children 
1920 Association Drive 
Reston, VA 22091 
17031 264 9410 



Barbara J. Smith, Ph.D. 
Executive Director, 
Division for Early Childhood 
320 E. North Avenue 
Pittsburgh, PA 15212 
(412) 359-1636 
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INTRODUCTION 

in September, 1990. DEC issued a se! of recommendations regarding Pan H and Part D to 
facilitate discussion in the field prior to reauthorization activities in the Congress. As hoped, the 
document generated widespread comment and consensus building. Based upon the response to the 
September recommendations, DEC has refined some ot the original options. These include: 

• Amendment recommendation #1 : combines the ideas originally formatted as the first two 
recommendations and now refers to "differential participation and funding" and suggests that 
white differential participation is needed for states, it is premature to change the funding 
formula, i.e., census-based, to some other, i,e.. child-count. However, DEC is recommending that 
the Department of Education study what formula is most appropriate for full service. 

• Amendment recommendation #2: maintains the goat of facilitating birth 5 planning and services 
to at-risk children but through different mechanisms than originally proposed. Based upon 
comments received. DEC is now recommending that the planning responsibility for iCCs include 
birth-5 system planning. We received much comment about needing to do more than just 
"encourage" birth-5 activities. The current fragmented system (birth-2, 3-5) is causing a 
great uepi of confusion at the local level and for parents, 

Ser—Qiy. we are recommending that Part C • the Handicapped Children's Early Education 
Program • be the vehicle for further study and incentives for serving at-risk populations, just 
a* it has been related to services for children with disabilities for over 20 years. However, we 
an i also recommending that, at state discretion. Part H funds be allowed to be used tor identifying, 
screening and tracking at-risk infants/toddlers even i* they are not "eligible" for early 
ir'er.ennon services. 

• Amendment #3: has been expanded to recommend flexibility in the use of Part H and Part B funds 
as it relates to states' "technical" age of three policies. 

Other than these refinements, the document stands as it did in September because of the 
widespread support of the original recommendations. 

The Division for Early Childhood and its 7.000 members nationwide represent a rich and unique 
source of information and expertise in early intervention and preschool services for children wilh 
special needs and their families. We trust these recommendations will be helpful during the 
reauthorization process. Please contact us if we can be of any further assistance in this important 
endeavor. 



For more information please contact: 



George Josien. DEC President 
Waisman Center 
University of Wisconsin 
1500 Highland Avenue 
Madison. Wi 53705 
(608) 263-7710 

Deborah A. Ziegier 

DEC Governmental Relations Chair 

Delaware Early Childhood Center 

Mispillion & west Streets 

Harrington. DE 19952 

(302) 398-8945 



Barbara J. Smith 
DEC Executive Director 
320 East N 1h Avoi..-«» 
Pittsburgh. PA 15212 
(412) 359-1636 
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DIVISION FOR EARLY CHILDHOOD 
STATEMENT and RECOMMENDATIONS 



J n ll m ' ( : or « ress P assed P L " ,4 $ 7 « The Education of the Handicapped Act Amendments of 
1985, Through amendments to Part B and the establishment of a new Part H of the Act, the Congress 
dramatically advanced nationwide efforts to provide appropriate services to infants, toddlers and 
preschoolers with special needs and their families. The OMsion for Early Childhood (OEC) worked 
closely with the Congress in the development of this landmark legislation and has been involved with 
Ktsto and local efforts in its Implementation through our 7,000 members nationwide. Every state has 
oipanaed or improved services to eligible preschoolers under Part B and has engaged in new or 
expanded planning and service provision for eligible infants and toddlers under Part H, Now a full four 
^I IL J^H ,em « n »»on »ater 1 families, professionals, communities and states express their support 
for the mission of P.i, 99.457 but now based on experience offer many recommendations for 
■movements to both Part B and Part H in order to fully realize that mission. 

Prom October. 1989 to April, 1990. the Division for Earty Childhood sponsored hearlnos on 

'X^^^^S^S H . and * art B SG,viCGS for ver V voun fl children and their families. 
These hearings resulted in testimonies from 122 people from 29 states. This andeavor produced an 
enormous amount of information and expert recommendations. This rioh resource has been 

f^S^J^ o^u n v***!™!?* as a basis from 10 our own recommendations 

!?„ ? m$ndm ? n,s 10 H *' B. Suppw lenting the national testimonies, the OMsion has drawn 
moirh^eS! t lhe yea ?J n f im and federal **** development in early intervention and 
SfSBff^^ 01 fGSGarCh ,indinflS ° n 5951 **** and ^ seNices for 

With the benefit of these unique resources, we feel the following recommendations represent 
informed, practical and necessary adjustments to the current federal efforts. As the largest 
membership organization in the country dedicated solely to the provision of quality services to young 
children i with special needs and their families. OEC is in a unique position io offer recommendations 

mJilt JZ« m JL mb Vl V* pa i ants ' dlracl 8efVice PWW™. wearchera. personnel trainers, policy 
makers and administrators. Our conclusions and recommendations are balanced as well as progressive 
Our goal s to advance the quantity and quality of current efforts while recognfcing the enormous task 
K? I T 8 ar ? , £ ca,, ! Its « ,he V «»mP« » • n Qage in widespread, interagency planning and provide 
•3« q U all ^J!! d ^SUL earty ,nte,ven 'ton and preschool services to all eligible children and 
families. 1991 and 1992 represent hallmark years for these programs, children and families because 
ii states choose to continue to participate in these federal programs, they will have to ensure that they 
are making appropriate services available to all eligible children, birth to age six: DEC'S 
recommendations are focused on: 1) providing the necessary support and incentives so that all states 
will continue to participate In Part H and Part B, 2) amending cu»ent provisions of both programs 
based upon four years of experiences In order to ensure that services are in fact provided and that those 
services are of high quality and appropriate to individual needs. 3) clarifying current provisions to 
ensure nationwide uniformity In Implementation where appropriate, ind 4) providing guidance m the 
way federal training and technical assistance should be delivered to ensure the advancement of ihe Part 
anfl Paf l* ™«ions as well as best practices for services for children and families. Therefore our 
recommendations are grouped in the following categories: 

• Statutory Amendments 

• Part H 

• Part B 
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• Clarifying Language • no statutory change 

. Recommendations for Nationwide Training and Technical Assistance for 
Implementation 

ft TftT HTnRV AMENDMENTS 
pfl flT H . THE IN PANTS AH ft T nnpLgBS PROGRAM 

ftfflftDflnan] Bim anual Bmifitmifln * nd Funding 

Pufpoaft : To deveiop funding mechanisms that: 

• encourage states' continued participation; 

• encourage states' progress toward full service; 

• provide an adequate and stable federal contribution to fill in the current gaps 
in the provision of direct services. 

Amandmant . States not able to meet the requirements of the 4th or 5th year application 
for funding under the Pan H Program may continue to participate and receive an annual 
allocation equal to their FY '90 (calendar year '90-*9l) allocation except that no state shall 
receive less than $500,000. States may receive up to a total of two years of such additional 
funding. The Secretary shall develop criteria and guidelines for such differential 
participation. 

Amendment ; Amend the current funding mechanism unuer Part H to provide for a 
differential funding formula of: 

1 ) Beginning in Fiscal Year 1992: 

a) States meeting fifth year application requirements and for each succeeding year 
after Jul*' t, 1991. shall receive a census-based allocation from the 
approprli"*n for that year. 

b) Participating states not able to meet 4th or 5th year application requirements 
after July 1, 1991. shall receive from the appropriation for that year, an 
allocation equal to their FY '90 (calendar year '90-'9t) allocation except that no 
state shall receive less than $500,000. States may be eligible for such additional 
funding for up to two additional years. 

c) For any year in which any participating state is unable to meet application 
requirements but receives differential funding at the FY '90 (calendar year 90- 
*9t ) level and if the appropriation for that year exceeds me total of all states 
allocations, me unobligated funds shall remain available for obligation for two 
succeeding fiscal years. 

2 \ The Congress shall authorize such sums as necessary for each appropriation to hold 

harmless state allocations at the FY '92 level. Pan H should be reauthor.zed no later 
than 1995 at which time Congress should construct an appropriate funding formuta and 
level for full implementation of me Part h Program nationwide. Congress should d-reci 
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the Secretary to report within three years on recommendations for such funding 
formula and level for full service. 

3 ) Finally, Part H appropriations should be of sufficient levels to compensate for any 
reduction of Chapter I (P.L 89.313) funding. Such a reduction in early intervention 
resources (in 1989 37,000 Infants and toddlers were served under Chapter I) cannot 
be sustained without a complimentary ano proportional increase in Part H. 

Amendment ifc — mcantiv» tm BliUhS P'^nina and aa adfiM *q At.m.k 

PurPQIi : To facilitate btrth-5 planning and to provide incentives to serve at-risk children. 
Amendment- 

1 ) Part H and Part B (Sec. 619) should authorize the expenditure of Pan H and Part B 
(flow-through and set-aside) funds for birth s planning efforts. The Interagency 
Coordinating Council functions should be amended to include birth-5 planning activities 
(see amendment #9) In order to prevent abrupt and clinically unsound changes in 
programming for children at the time they reach three years of age. Several states 
including Maine and Pennsylvania are conducting successful birth-5 planning. 
However, there are additional costs to this approach and, therefore, both programs need 
to authorize funding for such planning efforts. Applications for funding under both 
programs should require information on birth-S planning activities and the use of funds 
for thost activities. 

2) Part H should be amended to: 

a) include language expressing congressional intent that states serve at-nsK 



b ) allow Part H funds to be used for the purpose of identifying, screening, tracking 
and referring at-risk children even though the state does not include them m .ts 
definition as an eligible population for early intervention services. Therefore, 
while not eligible for early intervention services, these children could receive 
the less costly service of periodic screening and tracking to ensure that if an at 
risk child should begin to display delays that would deem him/her eligible for 
early Intervention services, he/she could be referred to those cervices at the 
earliest possible time. The screening and tracking systems should be developed 
under the same guidelines as the statewide early intervention system, e.g.. by the 
ICC. payor of last resort, and as a cooperative, interagency activity. 

3 ) Part C (Sec. 623) should be amended to require the Secretary to target the needs of at 
risk infants, toddlers and preschoolers (birth-5) for funding in ad activities of the 
Early Education Program including: Model/demonstration, experimental, outreach and 
research. Such activities should address identification of risk factors, service needs 
effective intervention strategies, incidence and prevalence and system planning 
including the coordination of all available resources for each at-risk population 

Amendment #3: "Tafth nlcal" Ago of Th , r g » 

E l UPQi* : To ensure continuity of services as a Child and family move from the Pan h 
program to the Section 619 Preschool Program under Part B. 
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Amandmant : In order to ensure that services to an eligible child and family are not 
terminated or delayed unnecessarily, allow states to decide the definition of the 
"technical* age of three to facilitate a smooth and nondisruptive transition from the Pan H 
funded program to the Pan 8, Sec. 619 funded program. This flexibility would allow 
states to decide what is the best age at which to transition children for both tho child and 
family and the agencies, e.g., 2 years 7 months by September i, etc. However, this 
amendment should in no way revise the absolute right to a free appropriate public education 
under Pan B for eligible children upon their 3rd birthday. In other words, an eligible Child 
should be receiving services according to an IFSP or lEP either under Part H qi Par. B by the 
age of three. 

Part H should be amended to authorize the expenditure of Pan H funds on services to children 
older than two years if they have not yet reached the "technical" age of three established by 
the state for entry into the preschool program. Sec. 619 should aioo be amended to allow 
expenditure of preschool funds on children less than three years of age who are the 
"technical* age of three including flow-through funds and state set-asidp funds. 

Applications for funding under both programs shall include documentation on how both 
programs are coordinating transition including peninent interagency agreements. Part B 
would need complimentary legislative action as well, in order to implement trvs provision. 

Purpoaa : To use more widely accepted terminology for the developmental domains under 
the definition of "developmental delays* (Sec. 672 (i) (A): 

Amendment : The developmental domains should be: 

• cognitive development 

• physical development 

• communication development (vs. language and speech) 

• social/emotional development (vs. psychosocial) 

• adaptive development (vs. self help) 

The last three are being recommended for revision because the proposed language is the 
preferred usage in the field, more appropriate to this ago group, and reflects more 
standard terminology related to assessment and curriculum materials In use. 

amtaanaal lESE 

Purpota : To more accurately reflect the appropriate role of the family m the 
individualized Family Service Plan procedures and the delivery of services: 

Amendment : Substitute the terms 'families' concerns, priorities, and resources' for 
■families' strengths and needs" throughout the Act (e.g.. Sec. 677 <d) <2)) The substitute 
terms reflect less pejorative language as well as the role the family should piay m 
providing this information at their discretion. 
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Amendment flfc SlIMlfiii 

Emaaat* T o ensure a comprehensive array of services under the definition of "early 
intervention services": 

Amendment: Add to the list of early intervention services (Sec. 672 ((2) (E)): 

• vision services 

- transportation services 

Amendment #7: Ca»« MiDigmanl 

Purpose: To ensure that a system is in place for coordination of services to ail Part h 
eligible children and families; 

Amandmani: Change the name of "case manager" to "service coordinator." Families 
report that they do not like the inference that they are "cases" to be "managed." 

• Change the term of "case management 8 to "service coordination." 

• Service coordination shall be defined as "case management" for the purpose of 
Medicaid billing or other public or private reimbursement systems. 

• Remove the terminology "from the profession most immediately relevant to the 
infant's and toddler's or family's needs" as included under IFSP content (Sec. 677 (d) 
(6)). This is creating confusion and unnecessary red tape at the local level. 

- A service coordinator and service coordination be available to families and 
they shall nave the option to accept or reject the person and/or the service. 

• Parents may serve as co-service coordinator. 

• States must have a policy in place for assuring that service coordination matches the 
changing needs and preferences of the family and child. 

Amendment #9: F1CC 

Purpoia: To assure a continued and expanded role of the Federal interagency 
Coordinating Council as a federal collaborative force to assist states in developing a 
comprehensive community based system of services for children with special needs and 
their families: 

Amandmant: The Federal Interagency Coordinating Council (FtCC) should be a 
requirement of Pan H with adequate staff and resources for its activities provided by the 
participating programs. The purview of its activities should continue to be birth through 
five. 

The F1CC should have specific responsibilities outlined in Part H including: the 
coordination of early intervention policies and activities including interagency agreements 
across federal programs: the coordination of alt federal technical assistance activities across 
ail participating agencies and programs: advisement of the lead agency (the Department of 
Education): dissemination of information; facilitation and support of states' efforts, the 
receipt of ail state ICC annual reports and the requirement that it address any concerns and 
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issues raised in the reports that specifically relate to developing collaborative and effective 
systems across federal programs and the elimination of federal interagency barriers. 

The F1CC membership should include current programs as well as parents and may 
include: a state ICC representative, a Part H lead agency representation, and a state 
Preschool Program lead agency SEA representative. The FICC meetings should be publicly 
announced and to the extent appropriate, open and accessible to the general public. 

Amandmant Jfc ICC 

Purpof : To assure the efficient and effective operation of state interagency 
Coordinating Councils (ICC's) to meet the goals of P.L 99-457: 

Amendment : Part H shouid be amended to achieve the following: 

The selection of a chair of the ICC by election of the members of the Council. 

At least one parent on the ICC must have a child w"h disabilities in the age range of 0* 
6. Other parents must be those of children with disabilities of no more than 12 years of 
age who have knowledge or experience with programs for infants and toddlers with 
disabilities. 

The ICC must develop a schedule of terms of membar service which would include a 
provision for reappointment and recommend it to tne Governor. 

The ICC will be composed of a minimum of 15 members and a maximum of 25 
members with the following representation: 

• at least 20 percent of the members shall be parents as defined above; 

• at teas* 20 percent of the members shall be public or private service providers 
of eany intervention services: 

• at least two members shall be from the State legislature, one from each house 
except In unicameral states: 

• at least one member shall be involved in personnel preparation: 

• at least one member shall represent the State Education (SEA) Preschool 
Program and at least one member shall represent the Pan H lead pgency; 

• the Council shall include members representing each of the agencies involved in 
the provision of, or payment for, early intervention services for infants and 
toddlers with disabilities and their families; and 

• Council may include other members selected by the Governor. (Head Start; 
American Academy of Pediatrics, the Division for Early Childhood, and other 
relevant professional organizations). 

• State agency representatives appointed by the governor must be of sufficient 
authority to engage in policy planning and implementation on behalf of the agency. 
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Amend Sec. 682(d) to read as Wows: 'Management authority • subject to the approval 
of the Governor, the Council shall prepare and approve a budget that provides for the 
compensation of parent representatives for time and allowable costs. The Council may 
approve a budget using funds under this part to have staff ° 

The focus of the ICC shall be on children birth through five years of age. or. at a 
minimum, be reouired to address the transition issues between the birth through 
two program and the preschool program. 

The ICC must report tc the FICC u. its annual report to their Governor and the 
Secretary any concerns and issues that specifically relate to developing 
collaborative systems across federal programs. 

Amendment HQ; Participation of Otrmr Program* 

Purpoie: To assure a programattc and fiscal role and responsibility of all relevant agencies 
to develop and implement a comprehensive community based system of services for children 
with special needs and their families: 

Amendment 

1 ) All relevant agencies governed by federal statute, shall be named in ihe Part H statute 

and be required to maintain current programatic and fiscal responsibility to develop and 
implement a comprehensive community based system of services for children with 
special needs and their families as designated by Part H. 

Agencies shall include but not be limited to: 

* Department of Education 

* Office of Human Development Services 

* National institute of Mental Health 

* Office of Maternal and Child Health 

* Administration on Developmental Disabilities 

* Administration on Children. Youth and Families 

* Health Care Financing Administration 

2 ) The Division for Early Childhood recommends that Sec. 676(b)(9)(C) be deleted and. 

instead, a new component be added to Sec. 676 to read as follows: "{15} The state shall 
assign financial responsibility among the appropriate agencies that provide or support 
early intervention services." We recommend the "state" have this requirement, not the 
•lead agency." We also recommend that Sec. 676(b)(9)(F) be revised to read: " ...for 
early intervention services (consistent with state law and Sec. 676(b)(i5)) and 
procedures for resolving " 

PART B . THE STATE GRANT PROGRAM AS IT RELATES TO CHILDREN 3-S YEARS OF A GE 

Amendment »1: Coordination of Part H and Part B 

Purpose.- To assure a comprehensive and coordinated delivery system for infants and 
toddlers and preschoolers with disabilities and their families: 
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Aatndminiui; 

The term "developmental delays' as defined in Part H (as recommended by DEC in me 
previous section) should be added to the list of handicapping conditions under Part 6 for 
children in the age range of three through five years only. Children found eligible under this 
term would be eligible for all the rights and protections under Part 8. As noted beiow the 
recommendation is not Intended to expand the eligible group of children, but rather facilitate 
the most appropriate diagnostic procedures for young children because of the many 
difficulties in assessing the etiology of the delays at this young age. 

Service coordination (our reoommended term for case management) be defined as a 
related service under Part B for children 3*5 years of age only. 

Language should be added to Part B that expressly authorizes services to be provided 
to the family if they are needed for the child to fully benefit from the preschool 
program and are in the child's individualized plan. 

Language should be added to the statute that encourages states to use individualized 
Family Service Plans in tleu of Individualized Education Programs for children 3-5 years of 
age only. 

Part B should be amended to authorize that at state discretion a state's ICC may meet me 
requirements of a state advisory council under P.L. 94*142 for children 3 5 years of 
age only. This would facilitate birth-5 coordinated planning. In such case the SEA would 
delineate in its state's plan under P.L. 94*142 that its special education advisory council's 
purview is 6 through 21 and the ICC's purview is birth through 5 

As recommended earlier under Pan H recommendations, the "technical" age of three 
years should be defined by states as necessary to ensure smooth and efficient transitions 
from Part H services to Part B services. Such policies should ensure that: 1) there is no 
unnecessary delay or termination of services when a child transitions from Part H funded 
services to Part.B funded services, and, 2) all Part B eligible children have services 
available to them by their third birthday either under Part H funded services or Part B 
funded services. The length of the "school year* for a preschooler should be governed by 
the individualized plan not "extended school year" (ESY) policies. The "tests" used for ESV 
eligibility have not been validated for preschoolers and may in fact be overly restrictive 
However, DEC does not endorse the use of special education and related services resources 
for child care. Procedures need to be In place to distinguish a child's need for special 
education and related services to be continued in the summer from child care needs- 
Resources should be found to assist families with child care and respite care where needed 

Currently, the effect of separating the policies and planning by the arbitrary age of throe years >s 
creating havoc In many states. Most states that had extensive services for children from birth prior :o 
P.L. 99-457, had services that appeared more similar in nature between the birth-2 and 3-5 age 
groups than Part H and B are. The arbitrary decision to construct statec'the-an policy in Pan h 
for Infants and toddlers, but simply apply the school age policies of Part B to preschoolers was a 
political one, not one based on best practice or in the best interest of children. Clearly, services tor a 
three year old should be more similar to those for r one year old. than those for a 10 or 1 5 year old 
And yet. in many Instances, schools are no;, simply towering the school age requirements to 
preschoolers in order to meet the minimum letter of the law. These policies are not developmental^ 
appropriate to preschoolers • they are in some cases • deveiopmentaiiy inappropriate. What we have 
are three, four and five year olds. While they are "handicapped" it is unclear why (or what label •$ 
the correct etiology) and hopefully, many of their problems will be remediated by early intervention 
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so, why stigmatize them with an inappropriate and premature label of one of the 11 etiology categories 
under P.i. 94-142? And secondly, we have a near total neglect of the critical role that parents piiy in 
the success of the preschool child's intervention and the important role of service coordination for this 
age group as well as for bln>2 year olds. 

Even those states that would prefer to construct developmental^ appropriate policies for 
preschoolers feel constrained by the current limitations of Part 8. This i* not an appropriate role for 
federal legislation • federal policy should lay a broad foundation that reflects state-of-the-art 
knowledge * not constrain state activities to a narrow and archaic framework. For instance, a coupto of 
states are currently studying policy options that would provide for a coordinated and consistent system 
for children bi.ih*six years of age including: 

• the same eligibility criteria, I.e., Part H criteria, so that children and families do not lose 
services at the arbitrary age of three years when they still need them. While the reporting 
requirements in Part B were amended to not require a count by handicapping conditions for 3-5 
year olds as an acknowledgement of the need to not label children prematurely, the Congress now 
needs to complete the policy and add a more appropriate category like ' development^ly d fll a g fifl .* 
Even though there is no intent to expand eligibility, states are reticent to use categories other 
than those expressly authorized by Congress for fear of being found out of compliance. *' 

• providing for case management or service coordination for 3-5 year olds. Again, because a 
child reaches the arbitrary age of three, his/her needs do not necessarily change. The necessity 
for a case manager or service coordinator to coordinate the vast array of services needed by the 
young child and his/her family continues. 

• providing the child and family with an Individualized Family Service Plan (IFSP) rather than 
an individualized Education Program (IEP) for the same reasons as listed above and in addition to 
encourage schools to address the family's role in the child's development. One of the consistent 
factors in the most successful preschool programs is family support and involvement, if a 
program helps a family address the particular needs of their child and to access services, it is 
much more likely that the child will make significant gains. It also stands to reason that the 
family will continue those activities long after the child has left the particular program. We 
also point out that the term "IEP" never appears in P.L. 94-142. Instead the words 
"individualized education program": are used * with lower case letters implying a generic term 
tor written individualized plans. Secondly, the IFSP requirements meet the requirements of the 
individualized education program under P.L. 94-142 and then exceed them m a couple of areas 
Thus, the IFSP flfcyJiLmeet the requirements of Part B. OSEP hes clarified that iFSPs may be used 
under Part B. However, because of the critical importance of this practice, it should be m 
statute. 

in other words, what Congress saw as good for the infant and toddler, is good for the preschooler 
as weiii And Pat B should reflect this state-of-the-art knowledge. 

Amendment #2; Fundin g MiehinUmi 

Purpose.' To develop a funding formula that would: 

• encourage states continued participation 

• provide adequate and stable contribution to the provision of direct services: 

• ensure smooth transitions for children from Part H to Pari B preschool sorvicos 
and from the Part B preschool services to first grade 
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Amandwnt i Amend the authorization for appropriations to remove the cap of $1,000/Chiid 
to a minimum of 32,000/chikJ which would represent a more adequate federal contribution to 
the total average cost of serving a preschool- aged handicapped child. 

The Preschool Program funds should be allowed to be used for services for an eligible 
children from the time the children reach the state's "technical age* of three years and the 
state's definition of the age of eligibility for first grade (e.g., "technical age" of 6 years): i.e.. 
preschool funds Should be available for preschool programs that may include children that are 
younger than age three, but not younger than two. and older than five, but not older than six. 

CLARIFYING LANGUAftF . NO STATUTORY CHANGE 

Report language or another mechanism is needed to clarify or underscore a few provisions that 
are either confusing to states or are being neglected in Implementation, it is important that the 
Congress clarify/amplify the intent of these provisions. 

Part H 

Language is needed to encourage states to include in their comprehensive planning efforts 
primary referral sources especially neonatologists, pediatricians, and other hospital and 
Clinical personnel. 

Language is needed to encourage states to consider serving children who arc at-risk of 
developing delays. This critical prevention provision of Pan H is considered valid and 
important by states but, simply due to fiscal constraints, is in very serious jeopardy of not 
boing implemented. DEC feels that this preventative approach to developmental delays deserves 
to be retained as a discretionary provision, but should be facilitated by congressional language 
encouraging states to implement this provision and by the incentive funding proposed earlier m 
this statement. 

Language is needed to clarify that eligible children and families are entitled to an the 
"early intervention" services as defined in Sec 672 (2) of the Act that are included on their 
1PSP by the time a state Is eligible for funding under the fifth year application requirements ot 
Sec. 675. However, services not defined as "early intervention" (e.tf., income maintenance, 
surgery, etc.) may be added to the IFSP in order to attempt to coord.nate the fun array of 
services needed by the child and family. These non-early intervention «*rvice.i. while on the 
IFSP, are not the responsibility of the early intervention service system. 

Language is needed to amplify the fact that if a state implements a system ot payments as 
is allowable under Sec. 672 (2) (B), children and families may not be denied any eariy 
Intervention services in their IFSP due to inability to pay. nor can services be delayed due to 
inability to pay. 



pPCOMMENOATIONS FOR NATIONWIDE TRAINING 
AND TECHNIC AL ASSISTANCE 
NFFQFn FOR FUI L AND EFFECTIVE IMPLEMENTATION 
OF PART H AND PA RT B . PRESCHOOL PROGRAM 

Recommendation »1 : 

The Federal interagency Coordinating Council (PICO should be d»rected to facilitate me 
coordinated planning of all technical assistance (T.A.) and training programs and activities 
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under the purview of its participating agencies, e.g., OSEP, MCH, Head Stan. UAPs etc , that 
are related to services tor eligible children and families birth to age six years. 

Currently, there is a wealth of inservice training and T.A. activities available, e.g NEC-TAS 
MCH, SPRANS. HCEEP Outreach, RRCs. UAPs, etc. However, there is no coordinating effort or 
oversight to ensure that: 1) there is minimal duplicative or conflicting efforts, 2} there are no gaps 
and 3) that there is no barrier to getting needed T.A. to the appropriate consumer. Indeed, there are 
duplicative efforts, gaps in areas that are of great need, and some T.A. groups are restricted from 
including some appropriate recipients in their services. 

BififlmmftmliiiM tfr 



The FiCC, in addition to facilitating the coordination of national T.A. and inservice activities 
should target priority areas of training and T.A. based upon public input. The public input shall 
bo gained through the use of proposed priorities published in the Federal BflfliSIfii : from the 
State ICC Annual Report; or specific information requests to iCCs. lead agencies, service 
providers, parents and groups such as DEC. Through the national hearings, our extensive state 
and local membership activities and other research and program and policy efforts, DEC is 
keenly aware of critical areas of need for T.A. and inservice training. These areas are: 

• Systems Planning 



• State and local planning procedures; 

• birth to six planning - policies and programs; 

• requirements under P.L 99-457, P.L. 94U2 and other relevant federal programs 
ranging from basic training (many new people have never had training on p.l. 94142 
or haven't had any In 10*15 years, as to how to coordinate requirements); 

• assistance in establishing eligibility requirements that will facilitate national 
uniformity; 

• developing procedures and training for effective primary referrals, child find and 
tracking. 



• Family issues, family participation, IFSP development and implementation, case 
management {service coordination); 

• Best Practice. e.g., how to ensure that an early intervention and preschool services 
are the most effective possible: quality assurance, program evaluation, integration, 
Intervention methods, etc.; 



• Meeting the needs of culturally dive se families. 
• Psrionnal OmlUlfiiUflni *nd SfclUl 



• Development of Personnel standards that require that personnel possess the 
skills that ensure effective services; 
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• Development of pre* and ln*service training programs mat will produce personnel 
who win possess the above skills including leadership development (the development of 
leadership skills • not just degrees) and faculty training (ensuring that faculty can 
indeed produce the personnel that can meet the above standards); 

» Development of T.A. and training that is interdisciplinary and combines and 
coordinates "specialized* or 'special education* knowledge and skills with non« 
specialized or "regular early childhood* knowledge and skills. 

• interdisciplinary teaming skills that are in support of direct services which are 
responsive to the unique nature and context of early development; 

• Recruitment training and maintaining professionals from minority backgrounds in the 
field of early intervention, 

Recommondatlon #3: 

The national technical assistance and training activities should be based upon certain characteristics or 
criteria. These characteristics should include: 

• state and local entities of ail relevant groups • schools' health care, providers, parents, 
administrators, etc., • should be given the opportunity to assess and report their T.A. and 
training needs; 

• T.A. and training should be on practices that are based upon effectiveness data where possible: 

• T.A. and training should recognize and promote cultural diversity of both the families 
receiving the services and the professionals providing the services; 

• Product development, e.g.. T.A. materials and documents, should be a high priority because an 
states and localities can benefit from them and they are cost effective. However, they should be 
based upon banks of state data and policies, data«based practices, etc.. to ensure the broadest 
applicability; 

• T.A. and training should incorporate best practices in adult training technology, e g . 
personalized, repeated, etc.; 

• inservlce training and T.A. activities should become the vehicles for utilization of ine 
techniques and materials developed over the last 20 years with federal research and 
development monies, i.e.. providers and trainers using validated information developed under 
federal endeavors such as OSEP research, institutes, and demonstration projects should be given 
priority for T.A. and training monies; 

• Dissemination and utilization of current and future research and demonstration projects 
should be funded as part of the project or as an extension of the project where the project has 
validated effects* practices. 

BflsnmnandiUfln 14: 

The PlCC should include in its annual report (recommended earlier) ail T.A. and framing 
activities of its member agencies, how the efforts are being coordinated, and what the T A and 
training priorities are and how those priorities were developed. 
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THE DIVISION FOR EARLY CHILDHOOD 

EXCCUTIve OFFICES-. VQ CA9T NORTH AVtNUB . PITT88UROM, PA 1*21? 
TCu£PH0NE' (412) 356-teM 
»AM4lQttf<4S80 

The International Diviaion for tariy Childhood ind its "psrent* organisation, The 
Council for Exceptional children, hsvs msde the recommendation that * category 
of "developmental delay" be added to tha Hat of eligible dleabillties under *ert 
a of idfA for 3-5 year old children. Thia recommendation, whila reflective of 
beat practice in tha field of early childhood special education, hae generated 
aeverai queatlone from othar arenaa. Answers to thoaa quaationa follows* 

Kbit ara tba oaraeetsra of t^, pec/cec agfilMfljUUfiflZ 

BlC/CEC recommend that this category bat 1) uaad at atata discretion and could 
be uaad in addition to tome or all of tha exiatlng eleven Part 8 categoriea; 2) 
ueed for 3-5 yeai- old children only; and 3) atatea could develop different 
diignoatio criteria for 3-5 year olda than used to determine developmental delay 
in birtn-2 year olda under part H; i.e., more stringent criteria, if they ao 
onoso. 

gg^hUdrep ybO^iould be dttemiaed to be "developmental It delayed" h av ■ 

•Developmental delay refers to a condition which represents a significsnt delay 
in the process of development, it desuaei refer to a condition in which e child 
ia slightly or momentarily lagging in development or la "et-riak 1 of a delay. 
The presence of a developmental delay ia an indication that the process ot 
development is significantly effected and that without speclsl intervention, it 
ia likely thst educational performance at ochool age will be effected. 

2?*^^* P**' *° years aeveral atatae have identified preachool children with 
disabilitiee by a variety of non-atiological (e.g. referring to cam re of the 
delay luce mental retardation, autism, ate.) definitions like "developmental 
delay* (Maine, lows, Connecticut, Haaeachuaette, wieeoneln, Colorado, etc.). 
Thaee states report serving a percentage of the population wall within the 
ayerego percentage that all othar atates report, using such categories does not 
let the riood gates down", indeed, moat states employ diagnostic measure* for 
thia category that are more etringent than their procedures for the *art B 
categories ■ 

Typically, states and professionals have recommended a criteria of 1.5 or 2.C 
standard daviatior.a (SD) oeiow the mean on s standardized measurement. it 
development in the domaine is aeaumed to be normally distributed, a 1.5 SD below 
the mean would result in a 7% prevalence rate and a 2.0 SD below the mean would 
result in a 3% prevalence rate. Currently, atatea using the existing Part b 
etiologieei categories report serving approximately 4% of ail preschoolers; and 
ISSt**!! «J 2 S*I*£ gi !! gAv ' thtgl_arsi.no to.tupport the aroaipent % fot 

^^^ ^^^^^ ttte mnH e geirt s V s m i-mm to* 

Xi-j ffi ef l PeetiM roe Cbildrsn would not be id.ntiii.rf. ,h Y §_|d l4&yjlapg«3J sj 

The intent of DEC and CKC is not to expand the population under Part 8, but 
rather to ensurot i) that all preschoolers eligible to be served ajre nerved, ind 
2) that they are n.rved appropriately. Adding "developmental delay .» critical 
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to achieving these goale because t 



because 3,4, and 5, yaar old ehilrana' development la unavcn and 
difficult to measure, the cause (category) of tha dalay la not 
apparent avon though tha dalay itself lai 

currently aome lignlf icantly delayed children are not being aerved 
because the etiology of the delay ia unclear* thua, the Part B label 
la not readily apparent i 

it la important to atate 3-5 year old childrene' elic^tility in 
terma of development rather than "eduoational performance" (Part 6 
criteria) becauee moet preschoolers have not had previoua 
eduoational experiences at the time of diagnosis/ 

a premature and/or i.- ccurate etiological label can resul. in 
changing atlologles later in the child's life causing tha family to 
readjust to a new set of implications* 

high quality preschool aarvicea can have a remedial effect resulting 
in a child exiting from special education by first grade - but bain? 
hounded by the etiological label auch aa mental retsrdation or 
autism. if a label is to have lingering effect s« one auch aa 
"delayed" may have lass aarioue consequences. 

while it is unfortunate* but absolutely true, specific special 
education services, more often than not* are determined by the label 
a child gate - a child labeled as having mental retardation* gets 
tha "M.R. program", a child with autiar.. gate the "autism program", 
etc. a category auch aa developmental delay would help prevent an 
Inappropriate "program" basei on an inaccurate label) and would 
facilitate cervices based on a chllds' actual etn.-.stha and needs. 

auch a category may facilitate placement in community mainstream 
programs bacausa the term recognise* a continuum of developmental 
status rather than assigning a handicapping condition. 



In 1965-66, during the development of P.L. $9-45?, the early intervention t„eld 
and parcnee convinced congreea of thii tneppropr lateness of the Pare 8 cntegt rice 
for many 3-S year olda. The Senate version of the bill created a new Part £ 
category of •developmental ly delayed". However, tha final nil! addressed the 
iseuo by only amending the child count requirements and removing the count-by 
disability for 3*5 year elde. Thus, in 1986, Congress acknowledged the need, but 
stopped short of an effective remedy. The solution has only treated confusion 
and most states are reluctant to use a non-Part 5 category for fear of being 
found out of compliance. It. ia.Jtime_to accept .JLhe_j£ect that Par* .B-was not 
written with 3-S year old childrer m mind, an o now with the. expans i on of Part 
P to-ecc threat and to .make the r c igicaticne necessary to unsure appropriate 
services for those very vouno children. 
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Chairman Owens. Thank you. Without objection, your additional 
material will be entered into the record. 
Mr. Gene Wilhoit. 

Mr. Wilhoit. Chairman Owens and members of the subcommit- 
tee, my name is Gene Wilhoit and I am the Executive Director of 
the National Association of State Boards of Education. 

On behalf of those State board members who are the lay leader- 
ship who set public education policy for elementary and secondary 
education, who develop the criteria for learning in those States and 
set the general climate for teacher training and preparation, we 
appreciate the opportunity to testify today. 

You have my testimony. I am not going to read that. What I 
would like to do is talk in three general areas. First, I would like to 
resent what I see as a central dilemma facing this subcommittee, 
econdly, I would like to talk about some State policymaker con- 
cerns. Concerns of generalists, not of specialists, in the field, but 
people who look at the general development of education for all 
children. 

And, third, I would like to talk about some broader issues that 
seem to be emerging that we feel are under the purview of this 
committee and could result in some positive response of this com- 
mittee if undertaken. 

First, the dilemma. I think I, as a person, am in a similar dilem- 
ma as you as chair of a subcommittee. Let me explain that a bit. I 
am— 15 years ago, my son, Jason, contracted spinal meningitis at 
10 months of age. Jason was at that time, our most advanced child 
for that age, walking around, causing us what at that time we 
though were horrible pains, that is getting his fingers in every- 
thing and roaming the home. 

Unfortunately, the spinal meningitis was a very rare strand. It 
penetrated the menges of Jason's brain and left him mentally re- 
tarded. You can imagine the impact on the family. We were fortu- 
nate as a group of people entered our lives as professional re- 
sources and as friends. 

They walked the halls with us in the immediate time. They 
helped us put together a family that was torn apart. They sat on 
the floor with us during those days and months and years working 
with Jason to rehabilitate this your person's life. 

They helped us in ways that brought us very close to each other 
as a family and helped us reestablish a positive relationship with 
each other. 

I want every parent in that circumstance to have the advantage 
of those kinds of programs. Unfortunately, 15 years ago, that 
wasn't the case. This happened to be a private institution. I hap- 
pened to have the resources to avail myself of those services, and I 

M a very aggressive spouse. 

iiil of those things allowed us to rebuild a family and to provide 
the beginning point for our son. I think from a parent's point of 
view, and from the view of this subcommittee, the central chal- 
lenge is to keep that purpose alive. That is, every family, every 
child in every State should have access to these kinds of services 
during infant and toddler years. 

I also come to you today having worked 14 years, either directly 
or for State policymakers. I have witnessed in those 14 years a 
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transition. Fourteen years ago, States needed prodding. They 
needed prodding from the Federal Government and they got that 
prodding. 

I have seen them mature and develop in their outlook toward 
education and I see today States willing to openly address these 
issues. I see States willingly pushing for reform in public education 
and I see States willing to move ahead to bring about the kind of 
society our children are going to have to survive in. 

I come to you with what I think is a central dilemma. That is 
how do you maintain a program where all States have quality serv- 
ices for infants and toddlers, yet do so in a way that assures that 
we address the realities of States today, which leads me, I think, to 
my second set of comments; that is some of the realities that States 
are facing. 

First, the issue of collaboration, and it has been addressed by 
other people on the panel. It is a very different enterprise. Al- 
though lead agencies nave been established, although people have 
signed contracts to work together, collaboration is a new concept 
within State agencies. It is a new concept at local levels. 

We have been accustomed to establishing funds for specific pur- 
poses and aligning those specific agencies for specific delivery. This 
collaborative effort is very difficult for some people. It requires a 
lot of very strong leadership on the part of those in positions at 
State level to do so. It requires people giving up turf, it requires 
systems to be realigned and it requires a professional from a lot of 
different people. 

I met with people in Virginia who are now very proud that they 
now have in place a quality program to move ahead for infants and 
toddlers. They began that program two year before your initiatives. 

So the have been at it for seven years and are proud now at the 
point they have the systems in place to move ahead. Not what we 
like to hear in a lot of cases, particularly for those who are inpa- 
tient, but I think a reality ana I think something that needs to be 
considered as we move ahead. 

Secondly, we made some assumptions five years ago about what 
we were doing that I think were incorrect. We have assumed that 
what we needed was some glue to hold systems together, that what 
was missing out there was not programs of quality, but the kind of 
ingredients that could be put in place to hold these programs to- 
gether and make them work more effectively. 

As States have begun to more effectively identify children and 
more effectively develop needs assessments and interactive pro- 
grams, what we are finding is all those programs were, in fact, not 
in place. 

So, as we have begun to collaborate, we have also had to begin to 
identify programs for those holes in the comprehensive program 
delivery system. That has been difficult at a time when we have 
also expanded commitments to education, generally, as we moved 
to restructure and reform education, as we have added the early 
childhood component to elementary schools, we have also begun to 
pull on systems for increased programming services for infants and 
toddlers, which leads me, I think, to the third major concern I see 
from a State perspective and that is the State fiscal climate that 
now exists was not in existence five years ago. 
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When we established this system, we were on a boom; States 
were expanding; they were making commitments to programs be- 
ginning two years ago and last year and this year more and more 
States are beginning to see pressures placed on State budgets. 

Many of those States are in deficit and are cutting back pro- 
grams at a time when they look at these provisions and see the 
mandate providing services for all children and get a little bit 
scared about the kind of commitments they need to make in a 
tough economic situation. 

I think in the written testimony, there are a number of sugges- 
tions, but I think these concerns lead me to three specific consider- 
ations I would ask you to consider. 

First, the issue of differential treatment is one others have men- 
tioned, but we would advocate also. 

We think you ought to recognize those States that have moved 
ahead, those 15 to 17 States that are at a point of implementation. 
We think they ought to be rewarded for that implementation, but 
we also think at some level, we ought to continue to hold on to as 
many of those States as we can through those planning grants. 

We are not saying they should receive equal treatment, but some 
assistance from the Federal Government in helping them to contin- 
ue to process of moving ahead, realizing it well may be there, but 
the economic condition at the moment may prohibit advancement 
that we would want with the legislation. 

Secondly, we feel that the at-risk provision is one where you each 
allowed a discretion for identification. We would urge that that 
continue to be a State option. We feel that some States, given some 
financial incentives, would take advantage of that from the Federal 
Government and begin to move ahead in some of these areas. 

We agree that identification of these populations is critical, but 
the issue for States is looking at that five-year plan date for service 
for all children and they are beginning to shy away. They are, 
frankly, afraid they will not be able to make the commitment as 
they move into these areas. We are faced with a tremendous prob- 
lem. A desire for identification and for as much treatment as possi- 
ble, but of fear for limited service. 

Finally, on the recommendations, we are optimistic about what is 
printed in Part H. We feel States are moving towards these con- 
cepts. The family-oriented delivery systems are catching on in 
States and wc see them mirrored in programs like Parents as Part- 
ners in Missouri, the Kentucky programs. States are looking at 
those in a very positive light. What we would ask you to look at is 
how can you move Part H into the other parts of the programs. We 
think that is the way to go in the future. We think with Federal 
guidelines, more States will begin to consider this kind of ap- 
proach. 

My final set of concerns are broader issues that we think this 
committee could assist the country in addressing. We, as an organi- 
zation, NASBE, have undertaken a two-year project now because in 
the area of special education, handicapped education, individuals 
with disabilities there are so many concerns that are going to 
impact on the future. 

We have begun to work on this issue and we have seen issues 
emerge that could benefit from your wisdom. We would encourage 
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you, through study groups or special studies or hearings, to address 
some of these issues. We think we could enter into partnerships 
that would be productive in the future. 

First, the whole issue of coordination. There are a number of 
State programs that are mirroring Federal programs that are co- 
ordinated with Federal programs that are addressing the same cli- 
ents. We think we need to step back as States and you as a Federal 
Government begin to look at how we can better coordinate the 
multitude of programs. 

People have bought the concept that prevention is a better strat- 
egy than remediation. States are beginning to put more funds into 
early childhood education programs, and we are seeing a prolifera- 
tion of those at the State level and merging those with Federal pro- 
grams is creating a sense of a multitude of programs without the 
kind of coordinated efforts we need. 

Secondly, we would encourage you to look at some of the re- 
search that is coming out on the effects of all special education pro- 
grams, and I noted in written testimony the report coming out of 
the City University of New York, what I think is one of the better 
articles about some of the concerns that policymakers are facing, 
that is State boards of education are facing, as we move forward. 

First of all, we are very concerned about separate programs for 
children. We are very concerned that by separating them into 
these programs, they are being tracked, that they are being lost in 
the system, that the expectation level for those students are not 
what they are for other students. 

We want that to stop. We think there are ways we could devise 
programs for special education for handicapped disabilities that 
would help that. We are concerned about the number of boys being 
placed in those programs. We are concerned about the number of 
minorities, particularly African-Americans, who are placed in these 
programs over a period of time. 

We are also concerned about personnel. We are concerned about 
the disincentives in the system for people who want to enter early 
education, both in terms of extended training that is not there for 
other teachers, and in terms of salaries that are not there for those 
working in early years. We have got to begin to address that. 

We are concerned about the burn out of those people in those po- 
sitions over a period of time and the inability to hold those people 
in those positions over two to three or four to five years. We are 
concerned about the new categories, about the splintering of new 
categories and about the effect of new populations that are being 
identified and what impact that is going to have on the overall 
system and what we might do in a partnership to work in the next 
few years. 

I thank you for listening to the testimony and we would be glad 
to answer any question. 
[The prepared statement of Gene Wilhoit follows:] 
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Chairman Ovens and members of the Subcommittee: 

My name is Gene Wilhoit and I am the Executive Director of the National 
Association of State Boards of Education (NASBE) . I feel uniquely qualified 
to testify before you today, because in addition to my work in education, I 
am the father of two handicapped children. My son Jason, who is IS, 
contracted spinal meningitis as an infant ana now has multiple handicaps. 
My son Christopher, who is 20, was born with Down's syndrome. Thus, on the 
one hand I bring to this discussion the perspective of a policymaker who 
works with states states that are at all phases of implementation, that 
are struggling to provide financial support for a quality education for all 
children, and that are attempting to redesign systems to support education 
reform. But I also bring to this discussion the perspective of a parent 
with deep love and concern for his children: a parent who nas participated 
in infant stimulation, and who has worked in partnership with public and 
private schools; a parent who has advocated educational opportunities for 
these special citizens, and who has pushed for change within the 
institutions serving our children. 

NASBE was a major supporter of P.L. 99-457 when it was passed by 
Congress in 1986; we testified in support of the new Part H program of early 
intervention services for young children with disabilities and their 
families. Those amendments to the Education of the Handicapped Act 
authorized a new formula grant program to assist states in establishing a 
statewide, comprehensive, coordinated, multldisciplinary , interagency system 
to provide early intervention services for infants and toddlers with 
disabilities and their families. One of the reasons we feel this 
legislation is so important is because research has shown that early 
intervention dramatically improves children's physical, cognitive and social 
abilities, thus minimizing the effect of existing and potential handicaps. 
Given the remarkable capacity to improve children's potential, it is 
critically Important to evaluate at-risk infants as early as possible with 
an eye to sophisticated preventive and therapeutic measures. We know that 
the earlier intervention is started, the greater the ultimate dollar savings 
and the higher rate of educational attainment. 

When Congress established the early intervention Part H program, it was 
anticipated that all states would be at or on the verge of implementation of 
the 14 required components during the 1991 reauthorization process. It was 
believed that five years would be a sufficient time for states to achieve 
the policy directives established in the statute. As you are aware, some 
but not all states have been able to keep to this schedule for the Part H 
planning and development process. Seventeen states are basically on 
schedule. They have made remarkable progress towards achieving the 
congressional goals, and they are now preparing to provide services to all 
eligible infants and toddlers and their families. Indeed, in most states 
there is convincing evidence of efforts towards implementing a statewide, 
comprehensive, coordinated, interagency system of early intervention 
program. 

However, it has also become clear that the endeavor states have 
undertaken is far more complex and challenging than originally envisioned. 
That is why we support the suggestion, made by the Division of Early 
Childhood within the Council for Exceptional Children, that a provision be 
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included in the lav enabling states that are not able to meet the 
requirements of 4th or 5th year application for funding under the Part H 
program to continue to participate and receive an annual allocation equal to 
their FY* 90 allocation. However, we feel it is important to reward those 
states with the dedication and resources that have demonstrated full 
commitment. Therefore, we also support the suggested amendment that the 
current funding mechanism under Part H be amended to provide for a 
differential funding formula. 

We feel very strongly about this. Many of the requirements of 
imp lenient ing Part H, Including the policy development, approval and 
implementation, have been very complicated and time consuming. Part H asked 
the states to do something the federal government has been unable to do 
in essence, to coordinate activities across different state and federal 
programs and across disciplines, creating a statewide system that would 
eliminate barriers to financing of services across agencies while at the 
same time generating new policies to promote such coordination; It asked 
states to generate new fiscal support for early intervention services; and 
to establish or change policies and procedures in different programs within 
multiple agencies. 

This implementation is made even more difficult by the fact that within 
states there Is no one person or agency who has the authority to direct or 
command the required action. Lead agencies or Interagency Coordinating 
Councils have had to operate through compromise, consensus and negotiation 
to achieve the final result. Yet, there is evidence that those lead 
agencies or newly created children's councils are becoming successful tools 
Cor addressing comprehensive needs of children. 

Another factor contributing to the delay In implementation is that P.t. 
99*457 was based on an assumption that there were a lot of services for 
handicapped Infants and toddlers, but that these services were not 
coordinated. The federal funds were meant to enable states to pull together 
and coordinate these programs. Yet It Is now evident that existing 
resources are insufficient in most states to make services available on an 
entitlement basis, as is required by law in a state's fifth year of 
participation. 

The deteriorating condition of state budgets also was not anticipated 
In 1986. This has had a significant effect on the ability of lead agencies. 
ICC's and advocates to gain the necessary support in states to move towards 
full Implementation. States are being forced to seek funds for expansion of 
Part H services at a time when services for other basic human needs, such as 
prenatal and maternity care and other forms of basic health, medical and 
social services, are being cut. In addition, in states that have enacted 
the mandatory special education services for preschool age youngsters ro 
meet the Part B requirement, It has been particulary difficult to secure 
enough funds to adequately support both early intervention and preschool 
services . 

We hope that Congress will consider the fiscal and programmatic 
realities some states are facing in their efforts to Implement this 
statewide system of early Intervention services during this reauthorization. 
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Another important aspect of this legislation concerns services for 
infants and toddlers who are at risk of having substantial developmental 
delays. P.L. 99-457 gives states the option to serve these children if 
early intervention services are not otherwise provided. NASBE believes that 
states should be encouraged to serve this population. However, given the 
fiscal restraints states are facing , we urge that states continue to have 
the option to decide whether or not to include at-risk children in their 
state plan. We would, therefore, recommend that flexibility be maintained 
in the reauthorization amendments so that each state has the discretion to 
define its at-risk category for the purpose of this legislation. 

Within this framework, it is still possible to provide incentives. 
Because the primary reason states have not included at-risk children in 
their definition «C eligible children under Part H appears to be financial, 
we recommend that m allotment of discretionary incentive funds should be 
created and allocated to states that choose to identify at-risk infants and 
toddlers. Discretionary incentive grants would enable states to undertake 
expanded outreach to low income and minority families in generally 
underserved populations. States would have to apply for the funds and 
specify how they would be used to reach the underserved population. The 
grants would be in addition to a state's allocation of service funds. 

We also believe that the statute should be amended to facilitate a 
child's transition from the Part K .o the Part B (Section 619) preschool 
program. The artificial separation of Part K and Part B programs has had an 
adverse effect on some states than have a more streamlined approach for 
providing programs for these children. We advocate that these programs be 
streamlined at the federal level and that states be encouraged to do the 
same. In addition, we recommend that the comprehensive , family -centered 
approach used for the Part H program should be extended to the Part B 
(section 619) program. All eligible children and their families should be 
entitled to ongoing assessment and case management, and to the development, 
implementation , review and evaluation of an Individualized Family Service 
Plan. 

In addition to these recommendations, we have a few others not related 
to the reauthorization of Part H, but that pertain to goals of the 
Individuals with Disabilities Education Act. 

First, we would like to recommend that there be improvements in the 
overall federal coordination of programs for preschool -aged children . There 
are many initiatives for targeted populations of preschool -aged children who 
may be at-risk of poor health or developmental outcomes. There is a need to 
examine the array of programs in order to determine areas of conflict and 
overlap with these programs. This is particulary important because of the 
mandate to provide appropriate education services to all handicapped 
disabled children aged 3-5. Programs that serve this age group, such as 
Head Start, state funded preschool programs and state child care programs, 
are competing to meet the needs of this population of children. 

We would also recommend that the amended legislation authorize a study, 
such is a GAO report, on the implementation of Part B. The information 
obtained should include: data on who receives special education services and 
the quality of the education provided; how funds are actually being spent: 
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how many children are "graduating" from special education into regular 
education, with particular emphasis on borderline children; and what types 
of services and programs do these children move into when they enter a 
regular school program. The report should identify ard highlight programs 
that support parent advocacy for locating and developing options for 
handicapped preschoolers, as well as listing sources of funds for services 
to handicapped children ages 3*5. 

Moreover, we hope that the subcommittee will consider holding an 
oversight hearing to seek answers to some additional critical Issues that 
are not tied to this reauthorization , but that are under this 
subcommittees 's jurisdiction: 

o Should Congress explore or fund research options to study the need to 
revamp the current system of special education? The current system 
model of a separate, special environment is not only expensive but 
research suggests that it is ineffective. (Gartner and Lipsky, Th,? 
Yoke of Special Education: How to Break Itl. 

o How should personnel Issues be addressed? Currently, thirty percent of 
special education teachers nationwide are on emergency certification 
and the turnover rate for special e Mc* „ion teachers is much greater 
than that of regular education teachets. 

o A related question concerns the responsibilities of teachers who work 
with medically fragile children will Congress look at ways school 
systems can meet some of the medical and/or health costs assoc laced 
with these children and provide more direction on this issue? 

o The splintering of special education Into an increasing number of 
categories of special education students is an important issue. As 
more categories of impairment come under consideration and are Included 
In the federal law for special education, how will the quality of the 
program be affected? On the related issue of A.D.D. , can a method of 
diagnosis be devised that Is more objective than the current behavioral 
inventories and anecdotal report 4 ng? Such subjective measures may lead 
to an even greater proportion o -oys and minority children and youth 
being labeled as handicapped rather than simply being in need of other 
considerations or help in the classroom. 

o Finally, a sizable population of children are now entering school with 
severe emotional handicaps, many of which result from prenatal exposure 
to crack and other drugs. Others are emotionally scarred due to 
growing up In the destructive environment of the drug world. It is my 
understanding that these children are not covered under section 504 of 
the Rehabilitation Act unless they are drug addicted. Will Congress 
try to incorporate these children Into special education policy? Is 
this financially feasible? Will the federal government explore other 
answers for educating these children? 

Thank you for the opportunity to provide Input Into the reauthorization 
of this Important program. I will be happy to answer any questions chat you 
may have . 
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Chairman Owens. Thank you. 

I want to thank all of you for your testimony. You all have im- 
pressive credentials and qualifications. You can be very helpful to 
us as we reauthorize this legislation. 

Let me ask a number of questions and address them to all of you. 
You may put them together as you see fit in terms of the answer. 

First of all, cost. We asked Mr. Wilhoit, who is the Executive Di- 
rector of the Association of State Boards of Education, and my 
friends who are policymakers at either the State level or the local 
level. The minute I mention my connection with special education 
and disabilities, they throw up their hands and talk about, oh, 
those programs are so expensive. We just can't take much more of 
your mandates, et cetera. 

So cost, and that is not unrelated to differential funding; so dif- 
ferential funding. 

We, in essence, let some States off the hook in terms of pressure. 
Does that mean that they will continue to pursue the slow— with 
all deliberate speed— progress toward reaching the goals that we 
had wanted them to reach in five years; or will they merely save 
money because of the pressure of the budget, and we will lessen 
the momentum of the effort by being too kind in our arrangements 
for differential funding? 

Also, on the matter of parents and families being more involved, 
even in super-coordination and case management, et cetera, it was 
indicated this that might be a cost-saving Hctor. 

On the other hand, there is a great concern about training per- 
sonnel and how to train parents to report. Mr. Gallagher, the lead- 
off this morning, expressed a concern for personnel by saying we 
should have a set-aside; that from the money that States receive, 
we should set aside a certain percentage for personnel training. 

Does such a mandate solve problems, or does it create more prob- 
lems? 

And, finally, the President and the Governors have set their 
goals. The first goal of the Governors is that every child should 
start school ready to learn. 

How does all this relate to that goal and what do you think we 
can do behind the charge of the President and the Governors, what 
can we do to get the kind of program we need or show where we fit 
into this all-important every-child-should-start-school-ready-to- 
learn? Maybe we are on the cutting edge at this point in terms of 
doing that. 

I have said a mouthful, and you can take two minutes each to 
answer it. 

Mr. Wilhoit. First of all, on the issue of family involvement, my 
sense is that one of the problems has been that the system has not 
approached families in a way that is conducive to true partnership, 
and I am not sure the issue there is cost, but a rethinking of how 
schools operate and how their systems operate in relation to par- 
ents. 

Often we ask them to approve a program that we have in place, 
or to work with their kids at home in a way that we have predeter- 
mined. We have not asked them to become truly involved in deter- 
mining the education of their child. And I think here is where this 
program is way ahead of the thinking of education generally. 
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One of the problems is that this program has been segregated, 
both at infant and toddler stage, but also during early elementary 
ages, and during those— even through the high school ages in the 
schools. So one of the issues is going to be, how do you begin to pull 
these concepts and pull this community into the mainstream of 
thinking about education reform generally? 

The second comment I would make on readiness is that I think it 
is, if the charge in that first goal of readiness, is every child ready 
for school, is every school ready for every child? And it seems to 
me that, again, this program is on the forefront of thinking about 
what we need to restructure in public education, particularly early 
childhood education. 

Those ages are now becoming five-, even six-year-olds, all the 
way to the fourth graders, eight-year-olds, and so forth; it seems to 
me could benefit greatly from what has been done in this whole 
area and from the general thinking of those in early childhood edu- 
cation. 

We, as a national organization, are advocating that the con- 
cepts— developmentally appropriate curriculum concepts— devel- 
oped by the National Association for the Education of Young Chil- 
dren be pushed up into the elementary schools as opposed to the 
higher curriculum, high school curriculum, being pushed down and 
upper elementary curriculum being pushed down on these chil- 
dren; and we think that is a key concept and something that could 
be added dramatically to that goal of readiness. 

Mr. McWilliams. Mr. Chairman, on the issue of training par- 
ents, I would suggest that the higher priority is to train profession- 
als to support families to do what they feel they need to do, and 
there is a difference between support and training of families. 

Secondly, I would concur with Dr. Gallagher, my colleague, on 
the issue of a set-aside, or at least OSEP research funds to help 
those States that need help in tH development of a comprehensive 
system of personnel development. 

And thirdly, regarding the President's and Governors' first goal 
of readiness to learn, I would suggest that Public Law 99-467 is 
more concerned with a closely related issue, which is these chil- 
dren's and families' readiness to live in the most normalized 
manner possible. 

Mr. Jesien. You did have some very significant questions. Let me 
just touch on a couple of points. 

Chairman Owens. I wasn't serious about the two minutes, really. 

Mr. Jesien. On the position of States, I think without the differ- 
ential participation, we in fact will lose some States and the plan- 
ning activity; the staff that have been collaborating and working 
together will actually stop, and the system will slowly revert to 
where it may have been three to four years ago. And so the lead 
time to do some additional planning, I think, will not take the pres- 
sure off, because that is there and there is a momentum building 
up that I think conversely, without the differential participation, 
we will really lose the total momentum in some States. 

Both in my State of Wisconsin and in others, there almost seems 
to be a velocity or a momentum that this law has generated by the 
*ry fact of families and professionals working together, that as 
^ou institute or institutionalize the participation of parents who 
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have children, they will keep pushing that system to the best possi- 
ble level that it can attain. 

And I think that this additional time is absolutely necessary for 
some States, and DEC also, in its testimony also strongly recom- 
mends that those for States that have kept pace and are ready to 
move into the full implementation the Federal Government demon* 
strates its commitment by providing direct service or implementa- 
tion dollars, once a State is ready to a& ■ . full comprehensive 
services to all eligible children. 

And second, on parent participation, let me give a couple of ex- 
amples that we have learned in Wisconsin. None of the grants that 
come through from Part H can have a staff that is not, or does not 
consist of parents also. One of the rules that we have established in 
our State is that the personnel training grants, that the demonstra- 
tion sites, the learning programs that we have developed require 
that a parent be on there as a paid staff person. 

What this has really done is change the complexion or the chem- 
istry of the way the early intervention system is evolving, so that 
in any training program or workshop or conference, you will see 
parents integral on both sides of the podium, if you will, as partici- 
pants listening to professionals, and also as providers of informa- 
tion, lecturing to other professionals and participants. 

I think that one of the most exciting things that I have seen hap- 
pening in our States is the recognition of the expertise that parents 
have because of the experiences that they have gone through. 

And then third, in terms of success for learning, I think Part H 
holds within it the capacity to serve as a model for a whole range 
of social services that address the challenges that face our society. 
In some way, I think each child ready for learning or for school 
does not recognize that we don't need more programs for specific 
types of children. I think what we need are comprehensive services 
for the primary context of that child, which is the family, that if 
we support and enhance that family's capability, the children will 
be provided the most optimal, natural support that we have in our 
society. 

I would like to see that program's goals or primary care objective 
be broadened so that each family is enabled to provide their chil- 
dren with the necessary support to make them ready for their 
future lives and educational years. 

Dr. McNulty. Mr. Chairman, let me talk about the first issue of 
funding and time lines, because being one of the States that is 
trying to do that and one of the States that is in the fourth year, 
one of the 17 States, I guess I would like us to reflect on our histo- 
ry just a bit. 

Somehow we seem to have skipped over the fact that, if i ,r e look 
at Public Law 94-142, which came out 15 or 16 years ; so and 
looked at kids three to 21, with at least setting the expectat on that 
we would begin to serve children who were age 3. Over the last 15 
years, States have been moving towards that goal of serving chil- 
dren three to five. What is it that took so long for States to move 
even into the three to five? 

I think that really what you found was that there were two 
major stumbling blocks, and they were, one, we didn't have enough 
programs in place to have enough of a constituency in place 
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throughout our States to affect our own State policymakers. And 
that is what affects policy. And the second was, the reason we 
didn't have enough of those was, there wasn't sufficient funding to 
get programs and services out there to have parents participate in 
them. 

And I don't recommend that we wait 15 years for infants and 
toddlers, but what we do look at, there is somewhat of a critical 
mass of services that we need to get out there, and in order to 
effect the change at the State level. That is what we are going 
through at this point in time with our infant programs, number 
one, trying to develop more programs; but number two, trying to 
link the programs that are out there; and three, trying to get the 
parents, as the consumers of those programs, to become involved in 
the political process, so that we can get statewide services to in- 
fants. 

The dilemma, again, for that piece is oftentimes we are finding 
that families of very, very young children are somewhat over- 
whelmed by having a child in the family to begin with, and are not 
quite ready to become actively involved in the political process. 

So all of that is taking a little more time than we had certainly 
hoped, also. 

I don't think the extension is going to take any of the pressure 
off. I can guarantee you that the reason that we are in our fourth 
year is because of our interagency council that pushed every— that 
said, we will stay on the time line. We are going to go for the first 
year, the first year; the second year, the lecond year. And we kept 
pressure on, and kept pressure on the entire State that this was a 
commitment that we have made to kids and families. 

So I don't see that that is going to at all take pressure off in 
terms of that commitment, because that ball is rolling and it is 
very, very powerful. 

The second part, I think, is a lot like George. We made a commit- 
ment in our State that every project that was funded under Part H 
would have to demonstrate the parent/professional partnership. 
We have parents involved in every single initiative under Part H, 
and that is including all of our training, technical assistance; every 
project has parents involved in it. That is the kind of commitment, 
I think, that we are seeing. 

So while we do want well-trained professionals, we also want to 
balance that somewhat with the needs of families and not get that 
out of kilter. And we want parents to assume leadership roles 
throughout that system. And if they can be case managers, we 
would like them to be case managers. They can be case managers 
for another parent, fine. 

If we need a professional person to then go in and talk about 
how it is you apply for SSI, or whatever, fine; we will do that also. 
But we want that kind of partnership, so that is a balance that we 
want to find between supporting and empowering parents and 
having well-trained professionals. 

The second part of that, I guess, is— one other thing that we have 
done in our State is to fund what we are calling "partners in lead- 
ership," which is to take parents and provide them with extensive 
amounts of training and awareness to assume leadership positions. 
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And this goes back to the first statement around how is it that we 
affect that political process, 

We have made a very sincere commitment, and that partners in 
leadership project is targeted also towards low-income and minority 
partners, and it brought those parents in to be a part of the system 
and has empowered those parents to assume leadership positions, 
which is what we need to have happen in all of our States. 

But the last part around the Governors' initiatives of all kids 
ready to learn, it is interesting for me, because my Governor is the 
head of the National Governors Association Education Task Force 
and has taken that position. However, in our State, what you also 
find is that the Governor and all of the agency heads started a 
policy academy about two years ago to look at, how is it that we 
look at State policy and how it affects children, and how is it that 
we empower families and children to all be ready for school? And 
that does include a major initiative in our State for at-risk kids. 
But it also includes issues like health. 

I got a note that said, unless kids are healthy, we can't expect 
them to come to school ready also. We have a multiplicity of needs 
that families have, including health and social services and educa- 
tion and all kinds of supports. That is what Part H is all about- 
interlocking all of those initiatives. But, again, that has proven to 
be an incredibly complex endeavor. 

I, again, have been in early childhood for, you know, almost 20 
years, and I can say that this has been the most complex endeavor 
that we have ever undertaken, because of our trying to work with 
some agencies to try to get them all to buy into those outcomes. 
But I think we have that buy-in; now we are in the political arena 
of trying to get politics to work and to look at resources and to 
move the agenda down from remediation to prevention. And that is 
a major challenge to all of us. 

Chairman Owens. Thank you very much. And thank all of you. 
We like to believe that this very small program is definitely on the 
cutting edge and of vital importance to education in general. And I 
think your testimony certainly has reinforced that belief. 

Thank you again for appearing. 

The hearing of the subcommittee is now adjourned. 

[Whereupon, at 11:45 a.m., the subcommittee was adjourned.] 

[Additional material submitted for the record follows.] 
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RECOMMENDATIONS OF THE EDUCATION TASK FORCE OF THE 
CONSORTIUM FOR CITIZENS WITH DISABILITIES 
ON TBS 

REAUTHORIZATION OF FART 8 OF THE 
INDIVIDUALS WITH DISABILITIES EDUCATION ACT 



The Education Task Force of the Consortium for Citizens with 
Disabilities (CCD) is pleased to offer the following 
recommendations for reauthorization of Part H of the Individuals 
with Disabilities Education Act. These recommendations were 
developed following extensive discussion end analysis of the 
current implementation of Part H. The CCD is a working coalition 
which is comprised of more than 65 national consumer, advocacy, 
provider and professional organizations which advocate on behalf 
of more than 43 million Americans with disabilities* 

RECOMMENDATIONS 

Extension of Timelines for implementing Pert H Requirements 

The Education Task Force of the CCD supports the five years 
provided for planning and implementation of P.L. 99-457 as an 
adequate period of time for states to arrange the necessary 
financial, administrative and service delivery systems to carry out 
the mandates of the law. The full intent" of the law must be 
achieved without further undue delay. The well-being of thousands 
of young children and their families would be damaged by a general 
extension of planning timelines. CCD is therefore oppesed to any 
general extension of timelines for implementation of this important 
program. 

However, in order to accommodate states that are having significant 
hardship, CCD reco mmends addition of a provision permitting tfrs 
Secretary to grant time- limited wa ivers of specific fourth-yea r 

requirements to state? which hav<? > certified they have ha cj 

"significant hardship" in meeting imp le mentation timelines . Any 
such waiver program should include the following criteria: 

1. Significant hardship should be defined in terms of obstacles 
facod by the state in trying to meet the fourth year 
requirements, and should include such things as major economic 
difficulties (such as above average unemployment, or a 
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substantial drop in rate of state revenue increase) ; 
inadequate training programs of sufficient size and scope for 
training professional therapists, case managers, therapeutic 
aides, or other personnel needed, thereby resulting in severe 
personnel shortages; the inability to obtain meaningful inter- 
agency agreements; and the failure of state legislatures to 
pass critical enabling laws and appropriate funds* 

2. The request for the waiver should be certified by the governor 
as a way of raising the problem to the highest political level 
in the state. 

3* The waiver request should be part of the state's grant 
application thereby requiring public hearings. 

4* The waiver would contain a plan for meeting the waived 
requirement(s) , including specific timelines. 

5. The Secretary would have to approve the plan and the 
timelines. 

6. A state would be granted no more than two one-year waivers. 
The state would be expected to demonstrate that it has 
significantly .net the first year's timelines before the waiver 
is renewed for a second year. 

7. States granted a waiver would receive funding at their third- 
year "planning 11 (FY 1991) allocation level as long as the 
waiver is in effect. 



Formula For Funding states in the Fifth Year and Beyond 

CCD recognizes that the way funds are distributed to states will 
have a significant impact on the state's incentive to find and 
serve children. A census-based allocation formula is appropriate 
for the planning period and necessary because no reliable data have 
been available on numbers of infants and toddlers with 
developmental delays or disabilities. However, a continuation of 
the current census approach as the sole funding mechanism would 
reward the state serving fewer children, and would penalize the 
stute that has a strong child find system and thus provides 
services to a larger number of children. 

After considerable discussion, CCD recommends moving to a formula 
based on child count , which would provide essential incentives for 
states to develop an aggressive child find system. As a state 
finds more children, their Part H funding levels would increase. 
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However, CCD recognizes that sinco most states lack a track record 
for serving Part H children, they will need time to phase- in a 
child count system. We also recognize a state's need for flexible 
funds for continued planning, administration, personnel training 
and/or tracking "at risk" children. Therefore, CCD recommends that 
the Committee consider the following two-part funding formula: 

1. Phase-in of Child-Count Formula 

States that have begun to coordinate the provision of services 
on a comprehensive, state-wide basis would receive significant 
additional funds based on the number of children the state 
anticipates it will serv \ each year, with an adjustment in the 
subsequent year for c-.er-and under-counting of children 
actually served. For purposes of the child count allocation, 
the eligibility definition adopted by the state would control 
the allocation. The child count for mula would not beoin until 
the state is in its second year of providlng^ervices. Funds 
during the first year of services (or the fifth year of the 
planning period) would be census based. In other words, 
states that are "on track" would have the child-count formula 
phased-in during year six; states who receive two years of 
waivers, as recommended by CCD, would have the child-count 
formula phased-in during year 7 or 8. 

2 . Funding for Administration, Tra ining, and Planning 

States would continue to receive a basic level of funding for 
their ongoing development of administ -ative structure, 
personnel training, and planning. States could also use the 
funds to identify, screen and track "at-risk 11 children 
(currently ineligible under the state's definition) to assure 
that if these children begin to display delays that would make 
them eligible, they could be referred for needed services at 
the earliest possible time. CCD suggests a minimum allotment 
of $350,000 per state with upward adjustments for size. 



Discretionary inoeative Grant 

Part U, like Part B, must be available to all low-income minority 
and hard-to-reach families with eligible children. However, for 
a variety of reasons ranging from physical distance to cultural 
factors, low-income, minority and rural families are less likely 
to participate fully in the program. While existing law requires 
an on-going outreach and child-find effort, CCD recognizes that 
attracting traditionally underserved families is a difficult 
challenge which is more likely to be met if states have funds 
specifically earmarked for that purpose. Therefore, CCD recommends 
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ftjBAtid. fn^ Section 623 of IDEA, Ear lv Ed ucation for Children with 
Disafrilifcias. to specif v a priorit y for states to undertake 
<wpnnriftd outreach to low-income and minority families and other 
generally underserved popul ations under Part H (for example, in 
many states, rural families). We further recommend report language 
specifying that in implementing such a priority, states be required 
to apply for grants and specify how they would use the dollars to 
reach under served populations* 



Procedural Safeguards 

The early intervention service system is an entitlement program. 
Infants and toddlers who meet the state's aligibility criteria, and 
their families, have a right, enforceable in law, to receive early 
intervention services and family support services in participating 
states. 

While infants and toddlers with disabilities and their families are 
entitled to early intervention services, participation of families 
in the Part H system is voluntary and must remain so* 
Participating parents must be provided the information they need 
to make informed decisions about how their children (and they 
themselves) will receive services and supports, and states must 
respect parental wishes in this regard. While Part H regulations 
fill in a number of gaps in the procedural safeguards system, CCD 
has several recommendations for further fortifying parental 
protections, as follows: 

1. c onfidentiality of records : Public and private agencies 
should not be permitted to exchange information freely without 
parental consent. 

2. informed consent on IFSP : The IFSP should be fully explained 
to and signed by the parents as evidence of their informed 
consent to the provision of services in the plan. Parental 
consent is 11 informed" when: 

- the parent has had explained to him/her all information 
relevant to the activity (ies) for which consent is sought in 
the parent's native language or other mode of communication; 

- the parent understands and agrees to the carrying out of the 
activity (ies) ; 

- the parent understands and the IFSP specifies which records, 
including physical documents and recorded information, that 
will be released and to whom; and 
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• the parent understands that the granting of consent is 
voluntary and may be revoked at any time. 

3 * Parental right to refusal of some serv i ng Parents may 
refuse a particular service recommended by the 
interdisciplinary team without jeopardizing their right to 
the remainder of services. The IFSP form should allow the 
parents to indicate refusal for some of the proposer 1 services. 
The parents' refusal may be overridden only if such refusal 
constitutes child abuse or child neglect as determined by 
appropriate procedures. 

4* Inclusion in Natural Environments! The natural environment 
for an infant is the family; the natural group environments 
for infants and toddlers in today's society are day care 
centers, preschools, and other group settings with age-mates. 
CCD feels strongly that infants and toddlers with disabilities 
should be included in these natural environments consistent 
with Title III, Public Accommodations, of P.L. 101-336, The 
Americans With Disabilities Act (ADA). We recommend that 
language be inserted in Part H to recognize the imp orta nt ? f 
including infants and toddlers w ith disabilities in »h ?f * 
natural environments, we will work with the Subcommittee to 
identify statutory language that will operational ize these 
values. 

Recommended Amendment to aeotion en Findings 

Section 671(a) of the Act lists four findings which set the tone 

for this legislation. CCD strongly supports the values embraced 

in these findings, with the exception of Sec. 671(a)(3), which 

states "to minimize the likelihood of institutionalization..." 

Since we hold fast to the belief that individuals (especially 

infants and todilers) should be in communities, not in 

institutions, we .strongly urge the Subcom mittee to amend thjp 

finding tfi read; "£a eliminate the likelihood Q f 

institutionali 2 ati Q n...t» 



inclusion of Assistive Technology services and Devioes onder the 
Definition of Early Intervention services 

CCD recognizes the critical importance of assistive technology in 
liberating many infants and toddlers with disabilities and their 
families from barriers encountered in all aspects of daily living, 
and in significantly enhancint learning and development, we have 
been made aware of many instances in which the provision of 
assistive technology has dramatically altered prospects for a 
child's future - where access to technology has resulted in labels 
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being dropped, in the provision of opportunities in integrated 
environments, in increased confidence and ability of the child, and 
in changed perceptions of the child oy the family and others. 

Assistive technology is currently included in the regulations to 
the Part H program. CCD believes that adding it to the statute 
will clarify that these important supports are included as part of 
early intervention services for those infants and toddlers and 
their families who can benefit, and thus ensure their provision 
when appropriate. We therefore recommend that: assistive technology 

services and devices fes added £2 £h£ definition of early 

intervention services under Section 672f2). 



Recommended Amendments to Definition of Qualified Personnel 

1. Inclusion of Marriage and Family Therapists 

CCD recommends that marriage and family therapists be added to the 
^st ef qualified personnel under Sec. 672(2) m . Marriage and 
family therapists are uniquely qualified to provide services within 
the Part H program. Not only do they provide important family 
assessment, counseling, and psychological services (all of which 
are already enumerated in the statute) , but they do so from a 
family systems perspective. Marriage and family therapists utilize 
family systems theories and intervention techniques in providing 
effective service. As a matter of course, they recognize the 
family as central to the development of its own therapy plan. They 
therefore, like the Part H program, support rather than supplant 
the family through therapy. 

2 « Inclusion of Pediatricians and Other Physicians 

Pediatricians, as the providers of primary health care services for 
infants and toddlers, often assume the responsibility to perform 
medical services for diagnostic or evaluation of developmental 
delays and related conditions. Pediatricians also provide early 
identification, screening and assessment services, and health 
services necessary to enable the infant or toddler to benefit from 
other early intervention services. Pediatricians are an integral 
part of the early intervention team, along with other physicians 
who might be involved in the screening, diagnosis and assessment 
of developmental delays and disabilities. CCD therefore recommends 

that "pediatricians and other physicians** be adfefl &2 Sh£ 

definition of qualified personnel under Sec. 672/21 fFI. 
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Consideration of Vision and Bearing Needs 

In several places throughout the Act, by omission of references to 
hearing and vision services, infants and toddlers with vision and 
hearing disabilities could be in jeopardy of inadequate 
identification and service delivery. CCD recommends clfr r jfyftnq 
amendments be added throughout the Act to ensure that this does not 
££2U£* He will provide a list of specific references to address 
this issue* 



issues Relating to case Management 

CCD recommends that the term "case management 11 be replaced by 
"service coordination", and that family members be able to act in 
this capacity when they so choose. 

1* Change in Terminology from Case M anagement to Service 

Coordination 

Families consistently tell us that they do not want to be referred 
to as "cases" nor do they want their lives "managed." CCD 
recommends that the term 'case management', at the poin t of its 
initial insertion in the Act read "case ma nagement (hereafter 
referred to as 'service coordination') and that succeeding 
references utilize the terminology "service c oordination" in lieu 
of "case management." in order to clarify the original intent of 
the law ~ that the family is the locus of control of services. 
The term service coordination is compatible with the current Part 
H regulatory definition of "case management*" Because of concern 
over potential jeopardy to Medicaid financing for "integrated case 
management", we further suggest inclusion of report language to 
clarify that the Committee intends for the Se cretary of HHS to 
continue to fund service coordination activities for Part H under 
Medicaid's state plan option for targeted case management . 

2* Family Members as Service coordinators 

CCD recognizes that a second issue with respect to services to the 
family is the current regulation which precludes family members 
from serving as the case manager (service coordinator) for their 
child. Some families may wish to share the service coordination 
responsibility with a professional. Statutory changes are 

recommended to allow families who wish to serve as service 

coordinators to demonst rate necessary competencies in o^der to 
assume th at resp onsibility for their family member, and to be paid 

commensurate w ith ofrher qua 1 i f ied personnel - This can be 

accomplished by expanding the definition of the term "qualified 
personnel" to include "family members trained in the delivery of 
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service coordination" (case management) • The IFSP section should 
also be amended to include the possibility for a family member 
serving as service coordinator, with accompanying report language 
addressing the need for family training as a prerequisite for thlj 
role * Each state must indicate in their state plan hew training 
will be accomplished, such as through use of the Parent Training 
and Information Center. 



Minority and Cultural Issues 

CCD believes that the statutory language in Part H should emphasize 
that early intervention professionals be sensitive and responsive 
to the needs of children and families from diverse cultural and 
language backgrounds. Families will have different cultural 
histories, values, and beliefs that must be recognized and 
acknowledged. Families may differ in their views of medical care, 
the meaning of a disability, and in childrearing practices. They 
may also differ in their willingness to st^i: help, in their 
communication style, in the amount and type of their participation, 
in their goals and in the involvement of family members. 
Professionals need to be sensitive to such cultural differences, 
and demonstrate a willingness to adapt to and respect the diverse 
needs of families and children from different racial and cultural 
groups. CCD recommends that language be added to the A i_ to 
reflect such sensitivity, including use of evaluations th?t are 
culturally unbiase d, and addressing training needs in th e service 
of a multicultural population in the comprehensive system of 
personnel development. 



Clarification of the Family as Locus of Control of Services 

Current "best practice" in family support suggests that family 
support is much more than a "program 11 it is an attitude. The 
legislative history and intent of the Part H program supports this 
approach by recognizing that primary care giving for infants and 
toddlers belongs to families — not to systems, agencies and 
professionals. The legislation builds on the presumption that 
families have strengths, are competent, and know a lot about what 
they need. Unfortunately, language in the statute has been 
interpreted by some professionals in such a way as to allow them 
to approach families from a deficit/dysfunctional perspective, 
rather than a competency perspective, and does not clearly indicate 
that the family is responsible for directing the services and 
supports which they feel would be of greatest benefit. 

Accordingly. CCD believes that the role of the family in this 
famllv-centered legislation shiald b e more accurately reflected m 
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statutory language , we will provide a list of specific references 
for inclusion as "clarifying 0 amendments to accomplish this goal. 

Training 

1. parent Training and Support 

CCD has identified a clear need to increase parental ability to 
participate knovledgeably in the determination of scope and 
intensity of service aeded by their infants and toddlers. Under 
Part D of the IDEA, parent information and training activities are 
carried out through federally funded Parent Training and 
Information Centers (PTI) and the national Technical Assistance 
for Parent Programs (TAPP) . Currently, each of the fifty states 
has a Parent Training Center. Although the language of the statute 
does not differentiate between the needs of parents of infants and 
toddlers and parents of older children, in practice the Centers 
emphasize training and information for Part B parents. 

CCD recommends Jfc hat Con gress modify the current emphasis and 
increase funding for the Parent Training and Information Centers 
(PTI) under Part D so that parents of children of all ages can 
eouallv benefit from the information and training support they 
provide . Further, we recommend that each funded Parent Training 
and Information Center receive an additional $50,000 per year to 
serve parents of infants and toddlers, thus increasing the 
authorization levels for the PTI to $3 million. 

2. Inservice Training 

CCD recognizes thiu severe shortages of trained personnel are a 
significant barrier to implementation of the Part H program. CCD 
is currently vcriung on recommended provisions for inservice 
training to he included in the reauthorization legislation. we 
anticipate that thin will entail amendments to Part D, Section 632 
of IDEA, with th» acidition of a separate authority for Part H 
inservice training. 



f,C.C. Conpr»»itioa 

CCD recr*ni.s*i: tt?at one of the underlying principlas in Part H is 
the inclusion of infants and toddlers with disabilities and their 
families xr. tne mainstream of community life. Nevertheless, the 
usual practice 1 : most communities and states is to exclude 
representatives of generic community resources from policy and 
program planning. This traditional practice often results in these 
generic resources being perceived as a part of the problem. By 
including individuals representing these resources in the planning 
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process, we have the opportunity to let them become part of the 
solution. This value-based policy takes on further statutory 
importance as a result of the specific listing of day care centers 
and private preschools as entities required to be in compliance 
with the public accommodation mandate of Title III of the Americans 
With Disabilities Act. 

Therefore, CCD recommends that statutory langu age regarding the 
I.C.C specify that it's composition include at leasfr . one provid er 
of generic day care or ore-school services, and that at least two 
of the other members be from "outside" the disability community. 
In addition, in view of the increasing role that third party 
private insurance is expected to play in the financing of Part K 
services, we recommend that the statute be amended to mandate that 
one of the Governor's appointments to the I.C.C, must be the state 
insurance commissioner . This person's presence on the I.C.C, will 
greatly enhance their understanding of the program and facilitate 
improved communication for families, providers and policy makers 
with insurance companies. 

CCD further recommends that the Director of the Parent Training and 
Information Center in each state be included on the I.C.C. In 
addition, because of the importance of parental participation on 
this Committee, CCD recommends that as a state expands the I.C.C. 
composition to incorporate these recommendations, the overall 
percentage of parents be maintained. 

F«I«C«C. Authorisation 

The Part H reauthorization legislation should provide a formal 
authorization for the Federal Interagency Coordinating Council 
(FICC) along with language focusing it's operations. CCD will 
provide additional recommendations on the composition of the FICC, 
and its recommended responsibilities for developing a formal plan 
outlining the specific role of each agency in facilitating 
implementation of Part H and interagency activities. CCD further 
recommends that the Secretary of Education be given the 
responsibility to ensure that the FICC is fully staffed and 
operational* 

Sohftdul* of sliding Fees 

The Findings in P. L. 99-457 relative to the establishment of the 
Part H program strongly 3tate the benefits to society, to 
taxpayers, and to state and federal government, well as to the 
child and family, of the provision of family-centered early 
intervention and family support services in order to reduce 
educational costs to society, to minimize the likelihood of 
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institutionalization, to maximiEe potential for independent 
living, and to enhance the capacity of families so that they will 
not seek out of home placement* 

Current law allows the use of a sliding fee schedule in the 
implementation of the Part H program. CCD is concerned that a such 
a fee schedule becomes a significant barrier fo r asms fan n ah. 
Part i CUlftrlV lW-inCPme and minority families, to * eegss the 
SMBggaag *nfl ggrVigeg necessary to achieve the intended benefit 
gJLtns Prpgrqro* We realize the critical importance of accessing 
Medicaid to fund some of the early intervention services authorized 
under Part H. We further recognize that ability to pay technically 
cannot be a reason to deny services. However, we question whether 
the reality Of implementation of a schedule of sli d ing feaa ie in 
f*<?t OM Of services delayed or denied . in addition, we are 
particularly concerned about the sliding fee schedule in light of 
the President's budget request, which emphasizes that the 
Department of Education intends to actively promote such a system. 
For many non-Medicaid services, the costs of administering a 
program of sliding fees essentially "washes out 11 any financial 
benefits gained from such a program. 

CPP strongly recommends that the subcommittee e ^^), v _ examine 

thtfi Sliding fee SVStem as it relates to the per t H prngram. in 

Prtgr tP frfftw understand it's practical effect on i n fante «nd 
toddlers with disabilities and th eir families . CCD is strongly 
CTPPMfl to the Sedition of anv provisi ons which would Mandate, o r 
in »nv way penalise or otherwise bias sta f fs decision regarding 
whether to implement a schedule of sliding feea . 



Autborisat* . Laval 

The Part H program is responsible for assuring that the eligible 
child and family obtains the services they need. It is not 
expected, however, to be the sole source for financing services. 
Other programs and resources, such as Medicaid Maternal and Child 
Health, private insurance, and designated state funds, are expected 
to finance services for which they are responsible. As the law is 
structured, the Federal authorization level for Part H is the 
remainder required after all other sources of financing are 
subtracted and a state share factored-in. 

Very Preliminary indications are that states have identified 
200,000 children as eligible for Part H services. The average cost 
of service is unknown. The actual cost of implementation will vary 
from state to state, due to factors such as state eligibility 
criteria, method used for determining costs, prevalence and 
utilization rates, average length of time served, and scope and 
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frequency of services provided. Preliminary cost -estimate surveys 
indicate that average per-child costs are substantially higher than 
the $1,000 per child formula CCD is recommending for consideration. 

Therefore, given the case load and the provision that P*rt H is the 
payor of last resort, we believe that aut horisation for fiscal year 
should be a minim um of S2SO million. That level would provide 
an average of $1,000 as the "residual" cost of per-child service, 
and a reasonable level of census-based funding for continued state 
planning and administration. Higher authorizations would be needed 
for each subsequent year as the number of eligible children 
increases • 
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